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ABSTRACT
Educating the Dying
February 1983
Walter W. Johnson, B.S., East Carolina University
M.A., Middlebury College, Ed. D
. ,
University of Massachusetts
Directed by: Professor Jeffrey w. Eiseman
In this dissertation I report on my attempt to devise
an approach for educating people whose deaths are imminent
who are using services such as provided by hospices. I
begin by considering approaches now being used to educate
and care for the dying, and by examining my own field
research, which included a series of 116 semi-directed
interviews with the dying, their families, and their care
providers
.
From my analysis of the field work, I observe that much
of the process of dying is a matter of social interaction.
The dying person lives in a particular setting, is often a
family member, is cared for by professionals, and is ham-
pered in his or her interactions by disease and the use of
narcotics. These observations give further perspective to
the problem of educating the dying.
Further, I found a set of six concerns of dying people
which I designate coming to terms with death by coping:
preparations, resources, disabilities, relationships,
vi
emotions
,
and living existentially. I found another set of
concerns of the dying about finding personal meaning which I
identify as questioning, accepting, and being. Using these
two sets of concerns, I propose an approach for educating
the dying that integrates coping and finding meaning to the
superordinate goal of coming to terms with death. This ap-
proach, which I designate final grounding, could be used by
the professional educator both to teach dying people speci-
fic information and skills to cope with their terminal con-
dition and to help them bring meaningful closure to their
lives. Finally, I suggest that this framework needs to be
refined by further research and field testing. I reconsider
the problem by emphasizing that the design of a curricular
framework for educating the dying must include the education
of the family and of the care providers.
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CHAPTER I
THE PROBLEM IN CONTEXT
We all live; we all will die--conunonplaces at once
obvious and mysterious. For ages people have been struggl-
ing to find meaning in living and in the end of living. 1 If
people don't die of suicide, homicide, or fatal accident, as
Kastenbaum and Ausenberg (1972) have pointed out, they will
die of disease and old age (p. 393) or possibly will die of
nuclear genocide (Lifton, 1979, pp. 283 ff . )
.
Some people
will die with an incurable terminal condition "caused by
injury, disease, or illness," knowing full well that life is
of a relatively specific, limited duration "regardless of
the application of life-sustaining procedures" (Cohen, 1979,
p. 204). The care of those people has always presented a
number of problems.
Lately, a concept of caring for people with a terminal
condition has been emerging that addresses some of these
problems. Elizabeth Kubler-Ross has contributed to this ap-
proach by her work with those who have a condition that
results in the termination of life. She sees dying as a
natural and essential condition of living. One of her
1 See Becker (1973), the first three chapters, and
Lifton (1979, pp. 283-293) for good discussions.
1
2publications, in fact, is entitled DEATH, THE FINAL STAGE OF
GROWTH.
One may well ask what a "final stage of growth" means.
The question is appropriate for the field of Education. Its
answer would be extremely helpful for promoting growth for
the dying and for formulating educational policies for
organizations, such as hospices, 1 that are dedicated to the
well-being and growth of those with terminal conditions.
What then, does conceptualizing dying as a final stage of
growth mean for the formulation of educational strategies
for clients of programs such as hospices? How do we educate
the dying?
The problem of the study then becomes one of devising
an approach for an educational component of programs such as
hospices. What does a person with a terminal condition need
to know? How does such a person get to know whatever he or
she needs to know? Furthermore, who decides what is approp-
riate knowledge?
For the remainder of this chapter, I will present this
problem in several contexts and, with that background, re-
state the problem in preparation for the rest of the study.
1
I discuss hospices in Section 1.2.3.
31.1 The Issue of Control
When I began this study, I had not realized the impor-
tance of the issue of control when devising an educational
approach for programs such as hospices. Who should make
what decisions concerning the needs and desires of a person
with a terminal condition? But, as I proceeded with the
field work, I came to understand that the question of who
determines what is very important when planning an approach
for educating the dying.
For the most part, barring accident or homicide, a
person with a terminal condition might choose to die either
at home or in an institution such as a hospital, a nursing
home, or, most recently, a free-standing hospice. Or an-
other person might make that choice for the dying person.
But, whatever the case, there are a number of people who
make decisions about the life of the person who is dying.
Some of these determinations are based on custom and public
policy. Some are based on the needs and desires of care
providers and family members. Others are based on the dying
person's needs and desires. Sometimes the person with the
terminal condition is in on these decisions, sometimes not.
And, because of ambiguities in such situations, there is
often a conflict between institutional determinations and
private determinations in the decision-making process. This
conflict creates tensions that the professional educator
4must take into account if he or she is to help the dying
person during a time that is most often stressful and con-
fusing. Who decides what the dying person needs? Who
decides what he or she wants? Who decides what he or she
should learn?
Many of the uneasy tensions usually surrounding the
death of an individual, especially the confusions brought on
by the ambiguity of determining who has the freedom to make
what choices, have a background, as Levi (1959) points out,
in the uneasy tensions of the modern world (pp. 3-59)
.
He
traces these tensions to the breakdown of the kind of uni-
fied world view present both in the classical Greek and in
the medieval outlook. This breakdown, he points out,
resulted in a fragmentation of intellectual life and in
conflicting notions of freedom of choice. He writes that
"the last four hundred years have witnessed a series of
progressive variations upon the theme of freedom of choice"
(p. 21). Levi devotes the remainder of his work, PHILOSOPHY
AND THE MODERN WORLD, to tracing the dilemmas posed by the
emergence of freedom of choice in a world confronted with
the problems of "multiplicity and division," and of ration-
ality and irrationality." How does a person choose to
participate in a changing world when confronted with such
problems? What degree of choice does a person have--espe-
cially a person who is dying?
5Another author, Ernest Becker (1973), in THE DENIAL OF
DEATH, argues that we are innately "unfree." We, because of
our biological condition, must create structures and have
illusions. We are aware of a natural force that creates our
life and assures our death, but, he says, this force is
beyond our reach and understanding; and so, we must trans-
late our attempts at understanding into cultural symbols.
Thus, he sees civilization as a vital lie. To put it an-
other way, Norman 0. Brown (1959), in LIFE AGAINST DEATH,
writes, "Neurosis is an essential consequence of civiliza-
tion or culture" (p. 10). We can endure the reality of our
death only by creating vital illusions. Our death-related
decisions must preserve these necessary illusions and be
cast accordingly. An answer, then, is that we have but
limited choice when making decisions about our death.
Who, then, if anybody, determines the degree of
choice? Does an individual have any say in any matter?
Wylie Sypher (1968) considers freedom of choice in relation-
ship to individuality in LOSS OF SELF IN MODERN LITERATURE
AND ART. He wonders whether it is possible to "have any
sort of humanism that does not depend on the older notions
of self?" He seems to extend some of the same arguments
that Levi uses in his consideration of modern problems of
multiplicity and division, rationality and irrationality.
He ponders the problems inherent in present-day
6institutional programs for progress—of which our institu-
tions of education may be a part—against the backdrop of
indeterminacy principles and notions such as the Zen ideal
of satori, "a state without choice" where "we are chosen
rather than choosers" (p. 128). Further, he analyzes such
influences on the modern world as the drug culture and as
the clash between ideas of rugged individualism and of the
welfare state in the development of democratic institutions.
We can only ask where one's identity is, when framed within
this great swirl of influences impinging upon our conscious-
ness. Where is the self that does the choosing? Indeed,
what choices can a person make? The problems inherent in
making meaningful and personal choices about the way one
dies in a society that, paradoxically, seems all too strict-
ly controlled and institutionalized, on the one hand, and
all too loosely constructed, with too many options, on the
other hand, are problems with which our past has presented
us. Who, if anybody, is in control?
To put it another way, what impact does this tension
between public determinism and private determinism, which
clearly has historical antecedents, have on the present-day
approach to caring for the dying? Kastenbaum and Aisenberg
(1972) point out in THE PSYCHOLOGY OF DEATH, "we no longer
participate in a society that is dominated by tradition,
lineage or accepted dogma" (p. 208). As they put it, dying
7has become "decontextualized, " that is, there is no heavily-
reinforced, unified social fabric that enables one to know
that he is doing the right thing. The dying person, the
family, and the professional have to make a number of deci-
sions concerning orientation toward dying, as well as
practical decisions concerning when, where, and in what
manner one is to die. Should active treatment of a life-
threatening condition be pursued or should a person be diag-
nosed as dying? If the latter, should the dying person stay
at home or be institutionalized? Who makes that choice? In
what manner should the dying person live during the final
period? What should or could be done to accommodate him or
her? Who makes these decisions? There are many fields of
reference, many ways of thinking about dying from which one
seems to be free to choose. On top of that, as Procnig
points out, in our culture, we tend to isolate death. One's
death-related choices tend to be isolated ones.
Within this "decontextualized" and fragmented death
system, the person with a terminal disease is asking a num-
ber of questions. Why me? What shall I do? What do I need
to know to cope with this march toward death? Will I be
able to maintain control over the circumstances of my death?
As I shall show in Chapter III, these and other questions
have a central urgency as the dying person tries to cope
with his or her private meanings and needs.
81.2 Society's Approach to Caring
for the Dying
Professionals who help and manage the dying person are
caught in a dilemma too. In our somewhat free, somewhat
open society, there is, at best, a multiplicity of
approaches to most institutional policies. How is dying
managed in such a situation, a situation in which physi-
cians, nurses, mental health specialists, and clergy view
the dying from various points of reference?
How does one who is dying come to terms with the
situation? How does one who is caring for the dying provide
a service that is both useful and meaningful? There are so
many prescriptions and so many answers, some so very facile
and tempting. The lack of clear answers may provide a sense
of confusion and despair, or it may provide a kind of crea-
tive turbulence that can spur growth and add to clarity.
With this background in mind, I would like to consider
two contemporary approaches to the care of the dying, and to
suggest that within one of those approaches there is a need
for the skills of the professional educator in order to
bring a bit more clarity to what can be, and more likely is,
a very confusing period of living, that of dying.
1,2.1 The prevalent modality in caring for the dying.
Kastenbaum and Aisenberg (1972) have pointed out that we do
not possess an integrated, consensually validated death
9system" (p. 208). However, there are a number of ways of
managing the death situation, and, more to the point of this
study, of caring for those people who have a terminal condi-
tion or who are in a life-threatening situation. I will
consider two of those ways of caring for the dying, which I
choose to call modalities in keeping with the practice of
the medical profession. What are the characteristics of
these modalities that bear on the problem posed by this
study? What are the attitudes of professionals towards
dying, towards the nature of disease, and toward the deter-
mination of method of care?
The prevalent modality in caring for the dying may be
characterized by the following attitudes:
* Death and dying are the enemy and are to be denied.
* The physician has authority and is in control.
* The medical practitioner treats disease.
Stoddard (1978) makes the statement that "the death of
a patient is perceived as a humiliation and an outrage by
the average physician in our culture" (p. 5). Others, while
not stating the case so boldly, concur with the intent of
the statement. Sudnow (1976), Kubler-Ross (1974), and
Feigenberg and Fulton (1977) point out that medical practice
tends to abandon the patient who can no longer respond to
treatment. Dying is seen as not responding to treatment
and, as such, sets off deep anxieties in the care givers
10
about ultimate personal questions (Lifton, 1979, p. 22) and
feelings of professional inadequacies (Mauksch, 1975, pp. 8,
9; Remen, 1980, p. 103). Was everything done? Is there
some new knowledge somewhere that could have been applied in
this particular case? Maybe someone made a mistake. Did I
lose control? Will the same happen to me one day?
Remen (1980) and Kiibler-Ross (1974), both M.D.s, write
that, in fact, physicians are trained to regard the dying
patient as their failure. Remen takes the point even fur-
ther by suggesting that medical training reflects a general
and unconscious attitude in society that holds that there is
something wrong or unnatural in being ill. She maintains
that society as a whole is intolerant of illness, dependen-
cy, and death. In the death system of this modality, there
is something wrong with being terminally ill, there is
something wrong with dying; illness and dying are diseases
that need to be corrected. It is for service in such a
system that the physician is trained.
A second attitude that characterizes care for the dy-
ing in the prevalent modality is that the physician knows
best. Rene Dubois (1979) points out in his introduction to
Cousins' ANATOMY OF AN ILLNESS that the "good doctor-patient
relationship," as viewed traditionally, is one in which the
patient surrenders to the authority of the physician, a sort
of father figure (p. 21) . Kastenbaum and Aisenberg (1972)
11
concur, pointing out that the tendency is to treat the
patient as if that patient were an irresponsible child,
unable to cope on the adult level (p. 218) . As Benoliel
(1973) puts it, "His [the practitioner's] special expertise
with respect to the person who comes for help places the
practitioner in a position of power" (p. 40)
.
In short, the
physician is in control.
In fact, it is true that the physician does have
authority by virtue of her or his training and expertise
(Remen, 1980, p. 149; Kubler-Ross, 1974, p. 11). Further,
points out Fowlkes (1980), "The physician's authority is not
only the authority of expertise but the authority of insti-
tutionalized power" (p. 10). Mauksch (1975) analyzes the
extent of this institutionalized authority by describing the
"stripping process," a descriptive phrase coined by Erving
Goffman to make plain the institutional protocol that forces
the patient to accept the authority of the institution. In
such a situation, the staff even defines what personal
dignity means (Davidson, 1978b) . In such an authoritarian
modality, death and dying become the province of the profes-
sional, even if, as I have pointed out, the professional is
not fully comfortable with such a responsibility. In fact,
in this modality the physician's authority makes the death
of a person a "clear social fact" by certifying both when
someone is regarded to be dying and when someone has died
(Sudnow, 1967, p. 135).
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Finally, within this modality of care, the practition-
er tends to treat the disease (J. Gordon, 1980, p. 3).
Stoddard (1978) characterizes this modality as treating the
body as a machine. Remen (1980) points out, furthermore,
that the treatment of a disease is seen as the treatment of
a flaw (p. 6). Disease as a flaw is diagnosed and treated
for elimination from the body in accordance with certain
routines (Kastenbaum and Aisenberg, 1972, p. 218; Bluebond-
Langer, 1975, p. 282) existing within certain time frames
established by protocol (Remen, 1980, p. 6).'*' Furthermore,
within a bureaucratic setting, such as a hospital or a
nursing home, the treatment of the disease of the person is
characterized by emotional distance and formality (Kleinman,
1980, p. 447)
.
There are, of course, legitimate reasons for the
emphasis on the treatment of the disease as a flaw to be re-
moved. Remen (1980) cites the development of the method of
diagnosis and treatment of disease by classification as the
"need to manage and control the unknown, and perhaps even
the unknowable," since the potential consequences of disease
are of such great concern (p. 6) . This "concept of
1 See Remen (1980) for a discussion of the fifteen-
.
minute time period and Cascio et al . (1978) for a discussion
of administering drugs to sleeping patients according to
clock time, not individual time.
13
'disease,' based on anatomical and clinical classification
developed a century and a half ago" (White, 1973, p. 27),
led to the development of treatment based on explicating a
disease in terms of bacteriological, biochemical, and patho-
physiological terms (J. Gordon, 1980, p. 5).
However, as White (1973) points out, this concept of
disease as an isolated entity may be disappearing because of
"increasing knowledge about genetic substrates and molecular
substrates of diseases and the interacting forces arising
from within and from without the individual" (p. 27)
.
As a
result, he writes, it becomes harder to classify ill health
into discrete categories. In other words, the notion of
treating a disease as a specific entity which must be iden-
tified and treated in isolation in a human host is being
called into question as always the most appropriate, and in
some cases the only, modality of treatment to choose.
Furthermore, there is another consideration in treat-
ing a person with a terminal condition. As Feigenberg and
Fulton (1977) put it, the emphasis on physiological treat-
ment is a disadvantage when dealing with death, because
death is not a disease. A person may have a disease such as
cancer of the liver, which can lead to death. That cancer
may be treated by anatomical and clinical classification and
resulting methods, but how can one treat terminal illness by
such protocol? Where is such an illness located? How can a
14
terminal or an "illness" be removed? What drugs rid the
body of the terminal illness? Of course the questions are
absurd.
Such dilemmas lead to the development of another mode
of treatment for those who are dying. It is this emerging
modality, which some people classify under the general
umbrella of holistic health and which is still in the early
stages of development, that I wish to survey next, as that
emerging modality relates to caring for the dying.
1.2.2 The emerging modality in caring for the dying. The
approach to care known as holistic health has not been for-
malized and defined as precisely as the biomedical modality.
As James Gordon (1980) points out, "there are no formal
schools for holistic health care professionals" (p. 26) . It
is characterized, though, as the treatment of the whole
person in context (Hastings et al. , 1980). Further, it can
be characterized as emerging in contemporary society, even
though the notion has a long history. Plato, in the dia-
logue CHARMIDES, said, "this is the great error of our day
in the treatment of the human body that physicians separate
the soul from the body.
"
Within this emerging approach is a modality for caring
for the dying. Two features distinguish it from the preva-
lent modality:
15
* The dying person and the physician are a part of a
partnership in the dying process.
* Dying is natural, a part of the living process.
A team approach is described in much of the literature
dealing with caring for the dying person within the scope of
the emerging modality. The dying person and the physician
are a part of a partnership that, more often than not, in-
cludes other people. Sometimes the dying person is seen as
being at the center of the team and sometimes not (Safford,
1978; Cohen, 1979b; Abbott, 1978; Garrett, 1978; Butler,
1979; Cox, 1978; Hammel et al. , 1978). At one end of the
continuum an emphasis is placed on the dying person's re-
sponsibility. For instance, Norman Cousins (1979) took a
leadership role in the treatment of his own dying process,
which, incidentally, he succeeded in reversing. At the
other end of the continuum is a medically-directed team
approach (Lamers, 1976; Hackley et al. , 1977) with the
family and patient conceptualized as the unit of care
(Lipman, 1978). Somewhere in between is the approach in
which the family is seen as the primary care provider on an
institutionally—supported team (Buckingham, 1978; Krant,
1978). But whatever the team's makeup, people operating
within this modality provide treatment and support, not only
for the dying person but also for one another during periods
of uncertainty and stress (Remen, 1980, p. 8; Garfield,
1980, p. 396)
.
16
Conceptually, the focus is on the process of complet-
ing a life, not a disease (Remen, 1980; Butler, 1979). The
total care of the patient is emphasized (J. Gordon, 1980;
Butler, 1978), especially in the hospice setting (Paige et
/ 1977; Lack, 1979; Klutch, 1978) . An attempt is made to
let the symbolic and behavioral values of the dying person
direct the care (Scala, 1979; Craven and Wald, 1975). In
fact, it was found by Foster (1979) that care is most effec-
tive when the patient's lifestyle is maintained and his or
her philosophy of life is respected.
The setting for care may either be at home or in a
home-like atmosphere (Abbott, 1978; Butler, 1979; Cox, 1978;
Zorza, 1978; Dreskin, 1978). In this way the dying person
may be seen more in terms of his total environment
(J. Gordon, 1980), the quality of life for both the dying
person and the family is more likely to be enhanced (Hack-
ley et al.
,
1977)
,
and the person is more likely to be able
to maintain control, dignity, and freedom of choice (Craven
and Wald
,
1975 ) .
Another contrast with the prevalent modality is in the
attitude toward death, which, in this emerging modality, is
viewed as natural and as a part of the living process. In-
dividuals in hospice settings are encouraged to look at what
is happening to them from this point of view (Woodward et
al., 1978). All those involved in the team are encouraged
17
to come to terms with death (AGING, 1978). Acceptance of
impending death is encouraged (Zorza, 1978). in some cases
organizations such as hospices have even taken it upon
themselves as a mandate to change prevailing attitudes in
the community toward life as well as death (Millet, 1979)
.
Indeed, Kastenbaum (1979) has suggested that pleasurable
dying and glorious death may be major consumer demands in
the future.
1.2.3 Hospice . Within this emerging, holistic approach to
dying is the hospice modality. The United States Congress
(1976) defines "hospice" as "a program which provides palli-
ative and supportive care for terminally ill patients and
their families. . . . Emphasis is placed on symptom control
and preparation for and support before and after death
. .
." Davidson (1978a) characterizes the hospice concept
as "one of the most rapidly developing movements in the
human services fields" (p. 158). Edward M. Kennedy (1980)
writes that "hospice is a part of a new movement to humanize
the way medical care is given" (p. vii) . Hospice reimburse-
ment legislation was passed by Congress on August 19, 1982,
and signed into law by the President on September 3, 1982
(National Hospice Organization, 1982, p. 1).
Davidson (1978a) describes several modes of hospice
care which he has observed being organized. Some hospices,
such as Hospice, Inc., located in New Haven, Connecticut,
18
housed in separate facilities. Other programs are
hospital-based, such as the one developed by the Royal
Victoria Hospital in Montreal, Canada. Still other pro-
grams, such as the one developing in Martinsburg, West
Virginia, are community-based organizations that primarily
coordinate existing services. All of the programs have a
conceptual history that may be traced to the hospice started
in London, England, by Dr. Cicely Saunders (1973), who
characterizes the operating principle thusly: "[Hospice]
enables the patient to live up until he dies" (p. 20).
Joseph Califano (1979) puts it another way:
I went to New Haven [Hospice, Inc.] with the idea that
hospice was about dying. I came away realizing that
hospice is something more, far more: it is about living
more fully and completely, embraced by human concern and
support--up to, and through, the end of life. (p. 20)
Hospice programs enable the dying person to live more
fully by putting an emphasis on identifying the needs of
their client (Cohen, 1979a, p. 3? Davidson, 1978b, pp. 169
ff.; DuBois, 1980, pp. 58 ff .
;
Schoenberg et al. , 1972, pp.
238-260). Furthermore, as Rosenbaum (1980, p. 31) points
out, it is oriented toward meeting needs of the terminally
diseased that are not addressed by the prevalent health care
network which Krant (1978) refers to as "the rescue mode of
hospital medicine" (p. 549)
.
By shifting the emphasis of
care from treatment of a disease to providing for the
client's needs, hospices provide the kind of program called
19
for by former President Carter when he asked for effective
and low-cost treatment methods responsive to the patient's
needs (Stoddard, 1978, p. 129).
How is such care provided? First of all, the dying
are given personal attention. Lorraine Tregde, Executive
Director of Calvary Hospital (a hospital "exclusively for
the terminally ill"), says, "All I know to do is to handle
each person in this hospital individually, to do the best I
can to see that his or her needs are met adequately"
(Gurewitsch, 1978, p. 37). And as one patient at St.
Christopher's Hospice said, "Here I am simply myself and no
one minds" (Stoddard, 1980, p. 4). In most of the litera-
ture, the authors agree on this one point, the hospice
program is one that is centered around the client. As
Saunders (1973) has it, the work of the hospice is to give
the patients the attention they need.
Secondly, hospices provide institutional settings,
not only for more personal attention, but for more personal
control. As Rossman (1977) writes, "Dying persons have the
right to share in their own care, to maintain control over
their own life, and to have the quality of life which they
choose" (p. 37). And, I might add, a right to maintain con-
trol over their own deaths. But, as it happens now too
often according to the critics of the prevalent modality of
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care, "even the nice old guy down the street gets cavalier
treatment in a terminal context" (Cutter, 1974, p. 44).
Certainly, the terminal period is difficult for every-
one involved. But death is a moment of such extreme impor-
tance for the dying person that it cannot be treated in an
offhanded manner by care providers. In DEATH OF A SALESMAN,
Willie Loman's wife urged, "He's not to be allowed to fall
into his grave like an old dog" (p. 56). As Cutter (1974)
cautions, the dying person "must find satisfactory meaning
in his new life situation, that is, in the pain, the help-
lessness, changing relationships, separations and losses"
(p. 81) . If the dying person is to come to terms with the
moment of his or her death and all that leads up to it, he
or she must be given personal attention and be able to main-
tain control. Of course, a person can be helped to search
for at least a modicum of meaning at the end of life, but,
he or she must, in the end, search alone. Hospice care is
designed to provide for the needs and desires and personal
control a dying person requires to come to terms with death.
1.3 Relating the Problem to Education
"'Coming to terms' with death," Richard Ulin (1977)
writes, "as with almost everything important, is a matter of
education" (p. 11). And surely this "coming to terms" would
be most significant for people who know they are dying. But
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just how exactly would this coming to terms with death
relate to education within institutions such as hospices?
What would be an appropriate approach for providing educa-
tional services? What would be the role for the educational
professional?
Devising an approach for an educational component of
programs such as hospices would provide a framework for de-
signing learning services for those living during that final
interval of life which an eighty-three-year-old patient in
the Hospice of Marin characterized as "the experience of a
lifetime" (Stoddard, 1978, p. 212). Such an educational
component would assist the dying person in both coping with
the terminal condition and consolidating this "experience of
a lifetime" and, in the process, bring meaningful closure to
his or her life. It would provide for personal control and
attention by means of a personally-tailored learning plan
designed to take advantage of his or her unique situation
by helping him or her to find meaning and integrity during
the final living interval. After all, contrary to the reac-
tions of some terminally-ill people and their families
(DuBois, 1980, p. 43), death is a fact, not a punishment. A
slow death has certain advantages. As Dr. Samuel Johnson
puts it, the prospect of death wonderfully concentrates the
mind (Becker, 1973, p. ix)
.
This formulation taken together
with Dewey's (1916) idea that "mind ... is the process
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whereby the incomplete strives for completion, and it is
this which animates and directs creative thought" (p. 56),
provides a rationale for coming to terms with death and for
finding the meaningful connections in one's life.
More work is needed, however, in identifying the
nature of the dying person's needs in order to devise an
approach to coming to terms with death in a meaningful way.
As DuBois (1980) puts it:
A descriptive model of the needs of dying people . . .
is important ... if we are to evaluate the usefulness
of hospices . . . designed to meet those unique needs.
(p. 37)
As far as I am aware, the literature on dying contains
no descriptive model of the educational needs of clients of
programs such as hospices. However, some authors have begun
conceptual work within the emerging holistic approach. For
instance, Wass (1979, pp. 200-203) lists the needs of dying
people as including open discussions about death; practical
information such as wills, body disposal, funeral and legal
costs; life review therapy; and grief counseling. As
another instance, Carey (1975) speculates that such a pro-
gram could include activities such as being close to someone
who has accepted a terminal condition with peace, planning
for one's finances, finding personal integrity, and culti-
vating deep and loving relationships with family and friends
(pp. 84 f f . )
.
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Furthermore, there are developing educational compo-
nents within established hospice programs that do provide
some individually-planned instruction. The Royal Victoria
Palliative Care Service includes on its staff the position
of Educational Coordinator whose duties include both train-
ing programs for volunteers and for professionals who serve
the dying. The family is also a part of the training pro-
gram, though not the dying themselves (Wilson et al.
,
1978,
pp. 17 ff.). However, there is a program that emphasizes
creative writing for the dying in operation at Hillhaven
Hospice, Arizona (B. Rogers 1978, pp. 123 ff.).
Moreover, there are suggestions in the literature that
point to possible curricular design. Many authors cite a
need for death education in the terminal context (Knotts,
1977, p. 391; Cutter, 1974, p. 177; DuBois, 1980, p. 38;
Stillion and Wass, 1979, p. 218) . Since the hospice move-
ment encourages the concept that death is a normal period of
life, like birth (Rossman, 1977, pp. 33 ff.), study that
facilitates awareness of one's attitude toward death and
dying would be most appropriate.
One value of death education is that of helping the
client with a terminal condition cope with death anxiety.
Freud (1933) has suggested that we all fear the unknownness
of death. However, Pattison (1977) suggests that death
anxiety does not pertain so much to physical death as to the
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primordial feeling of helplessness and fear of abandonment
(p. 13). For support, he cites Leveton's (1965) concept of
ego chill, which is a shudder that comes from the sudden
awareness that one's non-existence is entirely possible.
This emotion of fear, this ego chill, is, as DuBois (1980)
points out, the psychological state mentioned when clini-
cians or researchers discuss responses or attitudes toward
death (p. 40)
.
This anxiety, with its constellation of
fears of abandonment, of helplessness, and of ego chill, can
certainly be addressed in a death education program for
hospice clients. As Kiibler-Ross (1975) points out, it is
hard to die, but if we can learn to view death with a dif-
ferent perspective "then we can also learn to live our lives
with meaning—with full appreciation of our finiteness, of
the limits of our time here" (p. 6) . Or, as Ulin (1977)
puts it, "our lives can become richer only as we come to
terms with death" (p. 11)
.
For those with a terminal condition, there is an espe-
cial urgency to Rabindrath Tagore's poem:
None can say when death with knock at they door.
What wilt they offer him?
I will set before my quest the full vessel of my life.
I will never let him go with empty hands . . .
(See A. Gordon, 1975, p. 51)
From the hospice point of view, coming to terms with
death promotes growth, self-fulfillment and the finding of
meaning for the person with a terminal condition. Thus, he
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she might receive the moment of death with awareness of
the significance of his or her life. Stoddard (1978)
writes, "I have heard by now of some rather extraordinary
instances of personal and spiritual growth among dying
people who have received hospice care, both in Britain and
in America" (p. 51). Richard Lamerton (1972), Director of
Domiciliary Care Service at St. Joseph's Hospice in London's
East End, thinks that dying can be a time of great personal
growth. Stoddard (1978), Cohen (1978), Dawson (1980), Wass
(1979) and Kiibler-Ross (1969, 1978) all emphasize this
aspect of the achievement of growth and integrity during the
person's final "stage." Hospice clients often use the time
of their living-dying interval to evaluate their lives,
sometimes for the first time. They begin to get to the
bottom of issues "which we never face unless we are in the
midst of a crisis and have the courage to look at things in
painful but revealing ways" (Kiibler-Ross, 1975, p. 19).
Growth is occurring to the extent that the person is finding
new significance to his or her own life and death. This
coming to terms with one's death by finding meaning in one's
life seems to be a key educational task in a student-
centered component of a hospice program.
One means of encouraging growth is by means of support
groups among those with a terminal condition (DuBois, 1980;
Dawson, 1980) . The authors point out that in such groups
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terminally-ill
"
patients are able to understand and to help
one another. As Dawson writes, "The imperative atmosphere
in which the dying find themselves brings conflicts and
problems out in the open. " Such a support group could be
peer teaching at its most effective. As an instance of such
a group, Ferguson (1980) describes a group of children in
Berkeley who both meet in one another's homes and also
maintain a telephone network (p. 272)
.
Many authors cite the importance of the life review.
Pattison (1977) emphasizes the "living-dying interval," the
time between the knowledge of impending death and the point
of death, is the time that the life review is most appropri-
ate (p. 13) . Dawson (1980) writes that those who are dying
have a "need for recapitulation, for reviewing their past in
order to redeem it, to make sense out of it, to claim it as
their own" (p. 71). Kiibler-Ross (1969) proposes the use of
therapy to help the dying to clear up unfinished family
business (pp. 269 ff.). To discover or restore a sense of
purpose is a major developmental task (Noll and Sampsell,
1978)
.
However, the process of gaining a genuine sense of
integrity is not necessarily an easy one. Ingles (1980,
p. 53) points out that during this process of life review a
hospice patient may become critical of family, friends, and
staff and may need assistance in gaining a realistic
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perspective. Furthermore, Cutter (1974, pp. 3 ff.), Kiibler-
Ross (1969, p. 110), and Dawson (1980, p. 72) all write that
this seemingly hostile attitude often indicates that a hos-
pice client may be attempting to sort out the deeper meaning
of his or her life. They suggest that caregivers and family
not impede negative commentary if it emerges. Because of
this dynamic Pattison (1977) cautions that one should ask
how the dying person is coping with dying and then seek to
adapt techniques of support accordingly if he or she is to
help with the dying person's attempts at life review (p. 2).
Each person's life is such a complex matrix of both thwarted
ambitions and happy surprises.
In summary, there is a strong bias in the literature
about hospices and in practice toward a client-centered
approach. Basic to this approach is the concept of the
living-dying interval as being one of potential growth and
fulfillment, a time of coming to terms with the achievements
as well as the flaws and corruptions of our lives, of coming
to terms with the goodness and badness of self. It is the
working toward a sense of integrity during this "final stage
of growth" that learning services for the dying could serve.
1.4 Issues Related to the Problem of the Study
As I have suggested, exactly what this final period of
growth means has not been fully realized. There is no
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descriptive model of what a client of institutions such as
hospices would need to know in order to grow, as far as I am
aware. There is no planned approach for helping the person
find personal integrity. In spite of stated goals, most
programs seem to be more concerned with helping the dying
person to cope, rather than to grow.
True, there are in the literature, as I have shown in
Section 1.3, suggestions for encouraging self-fulfillment
for the dying. What I am proposing is to add to what others
have suggested by providing an educative approach that would
encourage cognitive and affective growth. Further, I am
suggesting that the knowledge and skills of the professional
educator would be most appropriate in facilitating such
growth. This study is an attempt to find that direction,
perhaps prompting others to come along.
However, before I restate the problem of the study,
describe the field research, and provide a suggestion for an
approach for educating the dying, I need to clarify my posi-
tion on three issues. The first concerns the use of the
term "terminal illness." The second involves the use of the
terms "meaning," "growth," and "self-fulfillment." Finally,
the third involves the issue of control as it relates to
educating those with a terminal condition.
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1.4.1 The use of the term "terminal illness"
. Naomi Remen,
M.D. (1980), makes a distinction that is useful to this
study. She writes:
Experience is education; not only do we suffer, we also
learn. It seems important, therefore, to differentiate
between illness
,
which might be considered the subjec-
tive experience of the disease, and the physiological
disease process itself. (p. 25, emphasis Remen's)
In other words, illness is not a disease, but is
rather how one might experience a particular disease; let us
say cancer of the lung. A person might have extreme diffi-
culty in breathing, especially as the cancer progressed, and
that person would, undoubtedly, suffer much physical discom-
fort and distress. However, how that person felt about that
physical distress is yet another matter. He might suffer
mental anguish, or he might not.
Dr. Remen was not writing particularly about the ter-
minal condition, but her distinction is very useful for the
purposes of this study in conceptualizing modes both for
caring and for educating those of us who have a disease pro-
cess that will end in death. So much of the literature con-
cerning hospice uses the term "terminal illness," while, at
the same time, advocating making the client comfortable and
helping that client cope or come to terms with dying. Obvi-
ously, the use of the term violates the point of view that
Remen proposes.
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It would seem more useful to use the term "disease"
when discussing the cause of a terminal condition and to re-
serve the term "illness" for referring to how a person is
feeling about the fact that she or he is dying, especially
when using terms such as "growth," "self-fulfillment," and
"education." In fact, one might be dying and be feeling
well, might have come to terms with his dying and his
impending death. That person might feel—dare I write it—
terminally well.
Realistically, I cannot propose doing away with the
term "terminal illness" simply because so many have used it.
But I should like to make distinctions in the remainder of
the paper between the disease process and the person's sub-
jective experience while living through this process. It
will be especially useful when dealing with notions of
growth and fulfillment.
1.4.2 Meaning, growth, and self-fulfillment . One un-
resolved issue which I wish to consider is that posed
by the use of the terms, "meaning," "growth," and "self-
fulfillment." The terms are used quite frequently in the
literature, in clinical work, as well as in developmental
activity within the Hospice movement. However, the basis
for applying these terms and for working with these concepts
is never clearly stated. It seems to be an assumption that
it is good for a dying person to grow, to find meaning, to
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be self-fulfilled. That may well be self-evident. Be that
as it may, during my reading and fieldwork, I felt the need
to find a rationale that would make clear for me the use of
such phrases as to find meaning" as they apply to the dying
person and to an educational approach that might benefit
that person.
I want to be clear that I have no quarrel with the
view that a person should find meaning during the "final
stage of growth." To hold this goal as an ideal seems most
worthy and challenging. My purpose in this section is to
clarify the use of "meaning," "growth," and "self-
fulfillment" as these terms relate to the design of an
education for the dying. I will do this by proposing the
use of a unifying principle.
Central to this principle is the concept of "sophia.
"
William Arrowsmith (1958), classics scholar, discusses this
term in "Introduction to THE BACCHAE"
:
At its broadest, "sophia" is roughly translated by the
English concept of "wisdom": . . . But in the Greek
. . . it implies a firm awareness of one's own nature
and therefore of one's place in the scheme of things.
In other words, it presupposes self-knowledge, an accep-
tance of those necessities that compose the limits of
human fate. (p. 533)
One gains "sophia" as one finds one's place in the scheme
of things, a sense of self-knowledge fully internalized as
distinct from having an opinion firmly held, not fully inte-
grated. I find it useful, for the purposes of this
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discussion, to think of knowing one's self in two senses;
first of all, the scheme of things as known and transmitted
by culture and authority and, secondly, the scheme of things
as resolved or known by each individual. The reason that I
make this distinction is that, in the modern sense, unlike
the Platonic sense, the actual scheme of things is not fully
known—and, perhaps, never will be. In our changing world
of multiplicity and division, it is necessary to determine
much for one's self. A person finds meaning both by under-
standing the significance of his or her connections with the
transmitted scheme of things and by making sense of his or
her individual psychology. This finding of meaning leads to
"an acceptance of those necessities that compose the limits
of human fate." One of those necessities is, of course,
death.
There is a disturbing possibility for conflict when
one considers the two senses of knowing oneself, of finding
meaning. First of all, as I have pointed out in section
1.1, there are a number of collective meanings abroad in the
modern world. Too often, these ways of thinking about life
translate into prescriptions for living and for dying. In
this way, hospice might be seen incorrectly as a prescrip-
tion for dying, as an institution, as one family member
said, "for telling people how to die."
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But the intent
,
it seems to me, is quite different.
It is to facilitate the consolidation of personal meaning,
including the personal meaning of dying. But often, the dy-
ing person does not have a firm awareness of her or his own
nature. Both senses of "sophia" are, many times, undevel-
oped and inconsistent. This inconsistency is often espe-
cially apparent during the time a person is living through a
terminal condition and is trying to consolidate the meaning
of his or her life. Dying can be a very confusing time,
certainly not a time of self-fulfillment in the prevailing
scheme of things. Any attempt to encourage the growth of
and the finding of meaning for the dying person needs to be
clear as to its purpose. My contention is that the approach
must help the dying person consolidate both senses of
" sophia .
"
I found Lifton's (1979) emphasis on grounding in his
formulation of a death and life-continuity paradigm (p. 35)
to be useful in devising an approach that would facilitate
such a consolidation.'*' Lifton (pp. 26, 27) in his paradigm
recognizes a "centering-decentering" dynamic which depends
on "grounding" as being fundamental to the organization of
personal meaning, of "sophia" so to speak. By "centering"
Lifton means "the ordering of the experience of the self
*"The same application of the paradigm would be useful
for developing an education for family members and for the
staff of programs such as hospices.
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along various dimensions that must be dealt with at any
given moment—temporal, spatial, and emotional." When a
person is centering, he or she is involved with integrating
experiences, both integrations of the sense of self and
integrations of the sense of involvement in the world. By
"decentering" he means "sufficient detachment from involve-
ments ... to make judgements upon events and principles
beyond oneself." When a person is decentering, he or she is
involved with differentiating experiences. As I understand
Lifton's explanation of this dynamic, the self is always in-
volved with the process of centering and decentering. A
person struggles throughout a lifetime to combine images of
distinctiveness and finitude (decentering) with images of
relationship with a larger life principle (centering)
.
Further, centering and decentering depend upon a
grounded experience. And by "grounding" he means "the
relationship of the self to its own history, individual and
collective, as well as to its biology." When one is
grounded, that person "feels like a substantial being with a
real and factual history" (p. 203n) . He or she feels
"anchored" in historical and biological experience. In this
sense grounding is the relationship of the person to his or
her experience. When that person is grounded he or she has
both a sense of personal integrity— individual history--and
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an awareness of connection with the scheme of things--
collective history.
This concept of grounding can be used to help clarify
the meaning of "meaning" and "growth" as used by people
working with the dying and their families. The idea of
grounding as the relationship of the self to its own history
helps to relate both senses of "sophia" by emphasizing the
relationship of the self to both its individual history and
to its collective history. This concept of grounding also
helps to relate the idea of "sophia" to dying in that it
relates the self to its own biology.
By a process of centering and decentering a person
perceives the significance of the patterns of his or her
life, grows in awareness of the relationship of his or her
own nature to the scheme of things, and thereby gains in
stature and "sophia." This awareness becomes firm as a per-
son comprehends with increasing clarity the meaning of his
or her life, the significance of its individual, collective,
and biological essences. To grow in this sense is to find
meaning and gain in wisdom through consolidations and inte-
grations by becoming aware of one's grounding.
This process of understanding the significance of
one's place in the scheme of things goes on throughout our
lives. However there is a unique situation in the case of
the person with a terminal condition. The prospect of death
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is an opportunity for a final, integrative period of growth
by consolidation and finding personal meaning in life. This
final period of growth is one that I choose to call "final
grounding.
"
Now then, I propose that a dying person can come to
terms with death during this period of final grounding by
developing "sophia." He or she can at least begin to make
sense of the what might seem to be fragmentary and isolated
incidents and happenings in his or her world. Dying can be
a final period of growth by finding one's place in the
scheme of things. Further, this concept of finding meaning
by final grounding provides a unifying principle for learn-
ing to cope with such diverse necessities as dealing with
pain and physical deterioration and as saying goodbye to
everything and everyone. "For by accepting their necessi-
ties . . . they claim the uniquely human skill of 'sophia,'
the acceptance of necessity and doom which teaches compas-
sion" (Arrowsmith, 1958, p. 541).
I shall relate this concept of final grounding to the
problem of the study, that of devising an approach for edu-
cating the dying, in Chapter III. But, now, I want to
consider another important issue in educating the dying—one
that I raised earlier—that of control.
1.4.3 Control and educating the dying. Previously, I have
considered how the idea of control differs in the biomedical
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paradigm (the prevalent modality), and the holistic health
approach (the emerging modality)
. Who is in charge? Who
makes the decisions as to treatment and styles of living?
In the hospice model, the answer to these questions is that
the person with a terminal condition or the family have some
degree of decision-making right, that degree varying from
hospice to hospice.
The problem of finding a curricular approach appropri-
ate for a program such as hospice must be framed taking into
account the question of degree of control. In this modern
world there are very real tensions between the desire to
serve the dying person in a totally controlled environment,
such as a nursing home, where all choices are institutional
in origin, and the desire to serve the dying person in an
uncontrolled environment, such as the person's own home. In
a continuum between a totally controlled environment and an
uncontrolled environment, hospice tends toward the latter.
People in the hospice movement tend to favor individual
choice. As Craven and Wald (1975) write, "the help that is
needed is to assist a patient in a way that enables him to
find his own answers" (p. 1822)
.
Progressive educators, too, tend to favor individual
choice so that the student can find his or her own answers.
As Becker (1968) puts it, the progressives are concerned
with "the free and responsible aegis over one's own
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initiatory powers" (p. 284). Becker holds that the whole
basis for Dewey's pragmatism is the notion that the indi-
vidual is a free source of action, that one has control over
the kinds of means one will use to achieve a desired end.
This is the basis for a liberating education within the
context of a free society.'*'
The progressives are interested in pupil initiative;
on the other hand, the essentialists tend to focus on the
role of the teacher. Essentialist educational theory and
practice emphasize an ordered subject matter, with the
teacher being the authority in selecting and transmitting
that subject matter (Bagley, 1938).
Two curricular approaches that would seem to be appro-
priate are the progressive modality and the essentialist
. 2
modality. George Urch sees the general characteristics of
the progressive modality as being interest, freedom, immedi-
ate need, pupil initiative, free activity, learning from
experience, making the best of the present day, and empha-
sizing relative values. He lists the general characteris-
tics of the essentialist modality as being effort, disci-
pline, remote goals, teacher initiative, perfecting internal
discipline, subject matter, preparing for the future, and
^For a fuller discussion, see pp. 249-303.
2Unpublished lecture, "Foundations of Education"
course, spring semester 1978. University of Massachusetts
at Amherst.
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absolute principles. The question is one of application.
Which curricular model is most appropriate? Or is there
another option?
There is a commonality of approach in the essentialist
modality of education and in the prevailing, biomedical
modality for caring for the dying. Likewise, there is a
commonality between the progressive modality and the holis-
tic health approach for caring for the dying. That common-
ality has to do with control.
However, with the hospice modality, it isn't always
clear who initiates what choice; the dying person, the fam-
ily, or some member of the hospice team. Most likely this
ambiguity occurs because it is an emerging modality, still
developing. The problem of finding an appropriate curricu-
lar approach for an organization must be framed with the
awareness that it is a developing modality and will, most
likely, be influenced in the direction of its growth by the
curricular model that is developed.
At issue for the problem of this study is the devising
of an appropriate curricular approach for organizations such
as hospices. Such an approach should take into account the
unresolved ideas of meaning and control inherent in our
modern situation while also taking into account the poten-
tial conflicts between the biomedical modality and the
emerging modality to serving the dying. As well, the
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curricular approach should seek to resolve potential con-
flicts between the essentialist curricular approach and the
progressive curricular approach. I propose such an approach
in Chapter III.
1.5 Restatement of the Problem
The purpose of this dissertation is to devise an
approach for an educational component of programs such as
hospices for clients with terminal conditions. In order to
solve this problem, a number of implementing questions have
to be asked:
1. What do people with a terminal disease need to know?
2. Do they desire to deal with meaning in their lives? If
so, what should people with a terminal condition learn,
if anything, in order to find the unique meaning of
their own lives? If so, how should such growth be faci-
litated?
3. Then too, can such people grow, as the literature sug-
gests? Is either cognitive or affective growth, or
both, desirable?
4. What is the person with a terminal condition to be
taught? How is that person to be taught? Who decides
what the person is to be taught? How would the educa-
tional component of a hospice program be designed? What
would such a component seek to accomplish?
1.5.1 Delimitation . This study is not a history nor is it
a critique of medical or institutional care of people with a
terminal condition. Neither is it a history of attitudes
toward death and dying. It is not concerned directly with
such issues as euthanesia, suicide, the right to refuse or
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accept treatment, pain control, cancer treatment, legal
definitions of death, or related issues. It is not directly
concerned with the professional education of medical, social
service, or educational personnel, although the conclusions
may be helpful toward such an end. In it, I will not take a
position on the issues of life after death, death as an
altered state of consciousness, or reincarnation.
It is concerned with concepts of death and dying only
as they relate to the process of dying and to influences on
those with a terminal condition. Data from the research re-
lated to family members or other significant persons will be
collected but saved for future research. It will accept the
facts of pain, dying, and death and will not question the
purposes of such processes in human life.
I am concerned with finding a means to serve dying
people by aiding their cognitive and affective development
within a hospice-like setting during that final period of
growth during which one can find meaning in what Kiergegaard
characterized as the singularity of each person's life (see
Becker, 1973, pp. 259 ff.). I will not attempt to construct
a normative curriculum for educating the dying. Instead I
shall attempt to present a guide for designing individual-
ized learning plans.
1.5.2 Solving the problem. The remainder of the study will
be presented in four additional chapters.
42
In Chapter II, I present a development of the research
methods which seem applicable to the fieldwork that I did,
interviews with dying people, with members of their family
and other significant persons, and with members of the medi-
cal profession.
In Chapter III, I present the findings of the field
work, in Chapter IV, I present an approach for an education-
al component of programs such as hospices for clients with
terminal conditions, and in Chapter V, I present conclusions
and implications for further research.
CHAPTER I I
METHODS: AN EMPIRICAL CONSIDERATION OF
THE PROBLEM OF THE STUDY
What would a person with a life-threatening condition
need and want to know? How could these needs and these de-
sires be identified? How could the professional educator be
of service to a patient in such a condition? How could I
devise a method of research that would come to grips with
the problems suggested by such questions?
As I attempted to design an appropriate plan for the
empirical consideration of the problem of the study, I found
one direction in the writings of Kubler-Ross (1969)
:
How do you do research on the dying, when the data is so
impossible to get? When you cannot verify your data and
cannot set up experiments? We met for a while and de-
cided that the best possible way we could study death
and dying was by asking terminally-ill patients to be
our teachers. We could observe critically-ill patients,
study their responses and needs, evaluate the reactions
of the people around them, and get as close to the dying
as they would allow us (p. 22).
So, informed by a theoretical base and personal ex-
perience, I decided, as an initial strategy, to attempt to
get to know "critically-ill" people and to ask them to be my
teachers. I would also include an additional two categories
of informants "to evaluate the reactions of people around
them." As Garfield (1980) writes, it is useful to compare
"one's perception of the patient and his situation" with
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others' perceptions (p. 396). Although he was writing
specifically of consultation with other medical personnel,
his injunction that it is "hazardous to make unilateral
judgements about another person's emotional reality" struck
me as useful for designing this study. The "consulting"
informants I chose were, first of all, people who would be
emotionally close to the dying, for instance, members of the
family, or hospice volunteers; and, secondly, health care
providers, doctors and nurses, who would have information
about their patient's physical condition.
After constructing innumerable lists of possible ques-
tions, I decided the most helpful way to focus both on
refining the statement of the problem and on developing a
relevant series of interview questions would be to actually
begin the field work. I would have to get to know people
with a terminal condition and the people who touched their
lives. I had done my preliminary reading. I had designed
my preliminary questions. As my Great Aunt Minnie once
said, "The only way to begin is to begin." Myron Glazer
(1972) puts it this way:
In all research it is essential for the investigator to
spend an initial period of time preparing the kinds of
questions he wants to ask, developing his tools of data
collection, and then venturing out and determining the
extent to which his preconceived research design will
fit into the actual field work situation. Gaining
acceptance from informants and respondents is a crucial
component of this process (p. 11)
.
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And so I began, with some trepidation. The initial
venturing out to meet people with a terminal condition and
those associated with them took place in Martinsburg, West
Virginia, a rural community located seventy miles west of
Washington, D.C. The research adventure was to take me to
other communities in West Virginia, Virginia, and Massachu-
setts.
In the remainder of this chapter, I will describe the
field work, as well as methods of data collection and analy-
sis .
2.1 Methods: Approach and Design
Participant-observation seemed to be the best approach
for "getting as close to the dying as they would allow.
"
Bluebond-Langer (1975) successfully used this method of re-
search in her study of terminally-ill children. She sees
such an approach as combining documentary analysis, respond-
ent and informant interviewing, direct participation, and
observation and introspection (p. 25)
.
By using this
method, I would be able to attempt in-depth studies of a
sample of cases, to immerse myself in the problem, and to
develop, from that experience, a relevant theoretical
approach to the education of the dying.
Taking the approach of the participant observer also
allowed me to design the research project to fit the field
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work. The tack of constructing an emerging research design,
while a little like re-inventing the wheel, as it turns out,
was extremely useful since there is no precedent for re-
search concerning the problem I have formulated within the
field of Education, so far as I am aware.
I began with several preliminary interviews with
people with a terminal condition, but not before I had
encountered problems, which I shall describe in later sec-
tions of this chapter. The interviews were semi-directed.
The only structure I gave to the preliminary interviews was
in setting the goal of clarifying what the respondents' ex-
perience meant to them, what they thought they needed that
they were not receiving, and what they were receiving that
was useful to them.
From these preliminary interviews, a series of ques-
tions emerged that I used as a guide for the remainder of
the field work. The questions designed to enable me to dis-
cover emerging approaches to curriculum design are included
in the appendix.
Because my initial plan included the progressive revi-
sion of my research design, I was able to take into account
unexpected directions that the field work took and to adjust
my research accordingly. I made several interesting discov-
eries. First of all, the actual context in which the person
with the terminal condition lived was more important than I
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had realized. Secondly, I found that my participation in
the hospice organization in Martinsburg was more helpful in
generating data than I had originally anticipated. Finally,
I came to realize that some of my assumptions concerning the
curricular approach that would serve the dying person, based
on my reading, had to be modified.
The combination of the evolving nature of the research
design and the personal immersion of the participant observ-
er in field work case studies creates an indeterminancy that
is, at once, the strength and the limitation of the method.
For example, in this study there was deep, personal involve-
ment with a statistically small sample of respondents.
Sometimes there was a blurring of purposes as I discovered
that my "interviews" had a therapeutic effect. At the same
time, this development led to a personal involvement that
provided a rapport which, in turn, provided more meaningful
data. As another example, I approached my research with a
sense of enthusiasm that, at certain moments, helped me
engage those who were dying as research associates in find-
ing ways to help the dying. In fact some of my hospice
colleagues wondered at times if I ware approaching the dying
with the proper sense of reverence. Certainly, the use of
this method sustained in me a sense of intellectual adven-
ture. At the same time, the indeterminacy of the method
caused one physician at a hospice meeting to ask for a more
48
rigorous research protocol. My response, which seemed to
satisfy the more experienced health care practitioners, was
that I needed "to get a few more interviews under my belt
first." Another answer is perhaps more to the point:
Feelings about death and the process of dying, like
feelings about human sexuality, are very intimate con-
cerns that most people are unwilling to share with those
constrained by the scientific rigors of a tightly
designed research protocol (Garfield, 1980, p. 394).
2.2 The Problem in Context: The Field Work
Let us turn now to a consideration of the field work.
In this section, I shall discuss the setting, the field
procedures, the people I met, and some issues that arose
while I collected the data.
2.2.1 Setting . Preliminary interviews took place in the
homes of clients of Martinsburg Hospice, Incorporated, which
is an organization that coordinates the services of existing
agencies, rather than being a free-standing hospice.
As far as the community setting is concerned, I inter-
viewed respondents in a wide number of communities:
Martinsburg, Falling Waters, Pikeside, Ranson, Charles Town,
Summits Point—all in West Virginia. I also went to
Virginia Beach and Portsmouth, Virginia, and in the Cape Cod
area of Massachusetts.
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As with the preliminary interviews, most of the inter-
views took place in personal residences. Other locations
were hospital settings where beds had been set aside for
hospice, or, in one case, a nursing home. I interviewed
health care providers in their offices. Such places as a
^uiet corner of a library or a table in a restaurant pro-
vided other settings for interviews.
My concept of setting expanded as I conducted the re-
search. In the beginning, I had conceived of the setting as
being a hospice bed or as being in a residence; my emerging
notion began to include the hospice organization and the
community. I received much valuable background information
from attending hospice meetings, from the church community,
from telephone calls, and from talking with people in the
community in such places as the grocery store or the post
office. This proved very helpful, especially in providing
an intuitive feel for the way to frame questions or to
approach what may seem to be a taboo subject, that of death
and dying. In short, the problem became more grounded as I
considered it in the actual field setting.
Originally, I had planned to conduct research in the
Washington metropolitan area and had made initial contacts
with several hospice organizations. However, I encountered
several problems that finally led me to other community set-
tings. First of all, there was some resistance to having a
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researcher contact clients at all, especially from personnel
associated with Hospices that were still organizing. They
asserted that they were protecting the " terminally-ill" and
their families. Secondly, I was asked by some organizations
to provide more reciprocity than I was willing or able to
give. For example, I was asked to serve as a volunteer or
as a member of a committee. Although I provided this sort
of reciprocity to Martinsburg Hospice, Incorporated, I felt
that the seventy or eighty mile drive was prohibitive. The
cost in terms of time, money, and energy was too great for
the return. Finally, one administrator suggested that I was
a researcher without funding and so could not bring re-
sources into the organization. I shall discuss reciprocity
as an issue in Section 2.3.2.
2.2.2 Field procedures; Networking and establishing con-
tact. My initial referrals were through Martinsburg Hospice
Incorporated. After a series of meetings with the governing
board during which I made a presentation of my research
intent, I was made a non-voting member of a committee that
coordinated client services. This committee gave me case
referrals and background information on these cases. In
this manner, Martinsburg Hospice, Incorporated could main-
tain some degree of control over my research activities in
order to protect themselves and their clients' interests.
My association with Martinsburg Hospice, Incorporated was
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successful. The next year, I was made a member of the
governing board and became a member of a committee to design
and develop volunteer training.
However, I was not able to get as many referrals from
Martinsburg Hospice as I had planned. First of all, the
case load was low, usually between one and three. There
were two reasons for the low numbers. One reason was that
there was resistance in the community to the concept of
hospice so that only a few families availed themselves of
the services. In addition, while there was support from the
hospital, many physicians in the community assumed a skepti-
cal stance toward the newly-developing organization. A
volunteer put it this way:
We could have a clientele that's twenty times what we've
got. But Dr. No Name explained. He feels we're a rela-
tive conservative area. The medical community is just
now beginning to grow and get new ideas, that change is
always hard to accept. People are afraid.
Secondly, I got few referrals because many families
waited until near the end of the dying member's life to
inquire about the availability of services, often, it
seemed, as an act of desperation. So, by the time the
assessment procedures had taken place and by the time the
services of the visiting nurses and volunteers had been
established, the family was in a state of crisis, and nobody
wanted a stranger coming into the household to ask a lot of
personal questions about a subject many consider to be
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taboo. At any rate, it would have been too late for me to
establish the quality of rapport I needed for the research
design.
Thirdly, there was some resistance within the hospice
organization to refer me to families with a background that
included little formal education. In this community, the
very act of a graduate student doing research was novel.
Some members of the governing board, in trying to be helpful
to me, were inclined to preclude from consideration for re-
ferral any client with little educational background. This
attitude was not framed in specific terms and so was diffi-
cult to address in any formal manner. The best I could do
was to present anecdotes of my professional background
during the informal parts of the luncheon meetings. My
purpose was to show that I, indeed, had experience in work-
ing with people with few literacy skills.
At one point during the field work, I was in despair
of ever finding a sufficient number of cases. I briefly had
considered advertising in the classified section or arrang-
ing for a feature story about my research in the local
paper. Fortunately, however, events turned my way and my
research design was flexible enough to utilize the turn of
events
.
A psychologist who was a member of the Hospice Board
had become a good ally in the field work. One day, I was in
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his office when a minister came in. He had recently moved
into the community and was in the process of acquainting
himself with the activities of his congregation, one of
which was to host the meetings of the local chapter of Make
Today Count, a support group of people with life-threatening
conditions. I made inquiries immediately, arranged to meet
his associate, who actually worked with Make Today Count,
and was, subsequently, asked to speak at a meeting. I was,
of course, more than happy to be of service.
During coffee after the meeting, two people with life-
threatening conditions offered to take part in the research.
We made our own arrangements without having to get the
advice and consent of Make Today Count. In contrast to
Martinsburg Hospice, Make Today Count was an organization
composed entirely of people with life-threatening conditions
or their families and was very loosely structured. There-
fore, the organizational demands were different.
This field procedure is, of course, in contrast to my
experience with the Hospice Organizations which required a
great deal of control over me as a researcher visiting their
clients. The adopting of another field procedure while con-
tinuing to conduct research within the protocol required by
Martinsburg Hospice, Incorporated involved several trade-
offs. In the situation with Hospice, though I had both less
freedom of operation and more difficulty establishing
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rapport with their referrals, I had more organizational
support in terms of professional knowledge and expertise.
Within the Make Today Count framework, I had more personal
autonomy, was able to establish rapport quickly with my
respondents, received support from a group of people with
life-threatening illnesses, but had difficulty gaining
access to professional records and opinions, especially
medical records.
I continued to receive referrals from both Martinsburg
Hospice and from Make Today Count. I also received refer-
rals from friends and acquaintances that led me to Virginia
and to Massachusetts. In addition, after more than a year
in the field, I became well enough established to get tele-
phone inquiries. In two cases the situations were appropri-
ate for the purposes of the study and I was able to follow
through with the interview schedule.
I also established myself in the religious community
in Martinsburg. While this was not intentional field work,
that is to say that I did not attend church in order to
establish myself in the community, church attendance became
an important factor in providing me with credibility in
Martinsburg, where the church plays a central role in commu-
nity life.
2.2.3 Respondents and informants . My initial research de-
sign included the study of twelve cases with each case study
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to have involved a person with a terminal condition, a sig-
nificant other, and a health care provider. However, I had
to modify this preconceived design in the actual field work
situation. As it happened, I was involved in the study of
seventeen cases. I did formal interviews with thirteen
people with terminal conditions, twenty-four family members,
six hospice volunteers, and thirteen nurses.
The discrepancy between the number of cases and the
number of people with a terminal condition occurs because,
on several occasions, the referral died after I had begun
background interviews in preparation for talking to the
principal of the case. In several cases I continued re-
search with family members or volunteers when the interviews
were productive. A summary of the interview schedule
appears in the appendix.
The age of those with a terminal condition ranged from
six to eighty. The progress of the disease state varied
from a dying person who was still working to a dying person
who had been bedridden for five years, having been paralyzed
since 1941. The economic status ranged from being dependent
on various forms of welfare payments to being economically
independent. The educational level ranged from illiterature
to articulate. I shall discuss the respondents in greater
detail in the next chapter.
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In addition to conducting formal interviews, I also
talked with a range of informants: members of the board of
Martinsburg Hospice, which included physicians, nurses,
clergy, psychologists and lay members of the community;
members of Make Today Count; and people in the community,
such as neighbors who offered opinions, often unsolicited.
The information obtained from these encounters added depth
and background to the interviews. It helped to ground the
problem and added concreteness to the curricular approach
that emerged from the analysis of the field work.
2.3 Issues
It is appropriate at this point to discuss several re-
search issues that influenced the development of the field
work and the generation of the data: informed participation
of the respondent, reciprocity, resistance, and the rela-
tionship of participant observation to researcher objectiv-
ity.
2.3.1 Informed participation . I always attempted to clari-
fy my intent in conducting research dealing with dying and
education, whether doing field work with organizations such
as Martinsburg Hospice, Incorporated, or Make Today Count,
or with a respondent. I always identified myself as a
graduate student with the School of Education, the Univer-
sity of Massachusetts. However, I was not always successful
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in clarifying the connections among the terms "hospice,"
dying, research, and "education. " Also, X soon learned
to be selective with the term "dissertation," since the word
itself presented problems with some people. However, I was
always scrupulous in satisfying myself that those involved
in the study at least knew that I was a graduate student
conducting research with the aim of helping the dying.
Before the interview, I would inform the respondent of
the purposes and procedures of the interview and assure the
person that he or she could withdraw from the research or
could discontinue a specific interview at any time. In the
same spirit, the person could choose not to discuss any
topic of the interview.
Initially I had presumed that the use of a form might
alienate respondents because of the personal nature of the
topic of the study. Therefore, I developed a letter of
consent, which I retyped in every case. I would leave it
with the respondent prior to the interviews. Sometimes, as
I learned through hospice volunteers or through the respon-
dents themselves, the letter became the topic of long "kit-
chen table" discussions. This information helped satisfy me
that the consent was truly informed. In the letter, I re-
quested a signature to indicate that the respondent under-
stood the purposes and procedures of the interview process.
As an alternative to the respondent's signature, I accepted
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that of a witness. Respondents could modify the interview
process by commenting in writing on the procedure. For
instance, in one case, a respondent asked me not to make a
tape recording of the interview. In that same case, I was
asked not to make notes during the interview, although I
was allowed to do so afterwards. With the exception of this
one case though, the respondents signed the letter of con-
sent after verbal clarifications on my part. As it turned
out, the letter was helpful in gaining the partnership of
the participants. The letter, which was modified slightly
in phrasing with each case study, appears in the appendix.
I must add that there was one field setting in which I
did not identify myself, the cafeteria of the hospital where
I would lunch occasionally. There, on several occasions, I
overheard comments of doctors and nurses concerning pati-
ents, some of whom were respondents in this study. In such
cases I would make field notes of the conversations in an-
other location. This information was helpful primarily as
background for me in preparation for an interview with a re-
spondent. However, none of this information became data to
be used in the analysis and findings presented in Chapters
III and IV.
2.3.2 Reciprocity. Glazer (1972) cites the usefulness of
some form of reciprocity in relationship building and in
gaining acceptance in the field (p. 12). To this point, I
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have come to realize that, in field work, some form of
mutual exchange is not only useful, but necessary. Recipro-
city is a part of being a participant observer. As one
gives and takes, one finds a sharing, and a blending of
experience as one truly begins to participate.
In section 2.2 I alluded to organizational recipro-
city. I provided Martinsburg Hospice my opinion concerning
those of their clients who were my respondents when such
points of view were relevant and did not compromise confi-
dentiality. I also provided my expertise as a professional
educator by participating in the planning and design of
volunteer training. In exchange, I received various profes-
sional opinions concerning my respondents. I also gained
access to those medical records that were available to the
steering committee. For the second organization, Make Today
Count, I served as a speaker. Also I continued to attend
the meetings, becoming an active participant.
In addition, I gained support from the two organiza-
tions by being able to discuss without hesitation matters
concerning death and dying. Such support was very valuable.
In the community in general the topic was either taboo or
trivialized.
On the other hand, as I have discussed, I was not
accepted as a researcher by hospice organizations in the
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Washington metropolitan area. This was in part because I
was not able to provide much reciprocity.
As to respondent reciprocity, in exchange for informa-
tion that would generate data for the research, I provided
respondents with an assurance of confidentiality, an eager-
ness to listen, and a willingness to provide as much time as
they wanted. In many cases, I became friends with the
respondents. We were able to share our experiences and to
exchange feelings concerning death and dying. Several hos-
pice volunteers reported therapeutic effects from the inter-
views for the dying and their families. Often I was greeted
with coffee or tea and snacks. In such cases, I felt I had
truly gained acceptance and was able to turn on the tape re-
corder with no sign of the initial hint of resistance that
occurred at the beginning of some of the recorded inter-
views .
As a final example of reciprocity, I must turn to the
research itself. It became clear that my explanation of the
problem of the research, that of searching for a way of edu-
cating, or at least helping, people in similar conditions,
either those dying or those caring for the dying, led to a
most genuine reciprocity. The respondents and I became
research partners. The collaboration was rewarding and was
the biggest indication that I had gained acceptance in the
field
.
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2.3.3 Resistance
. I had expected a high degree of recep-
tivity on the institutional, community, and personal levels.
After all, I had been born in Martinsburg, I had prepared
the research, I had had a personal experience as a Hospice
client as a family member, and I was a professional associ-
ated with a respected university. As it happened, in many
instances, I was well received. But not always. I experi-
enced resistance on both the institutional and personal
levels
.
I have already described some of the resistance on the
institutional level. In some ways the degree of resistance
seems to be inversely related to the degree of reciprocity.
As I have written, in section 2.2.1, several hospices re-
sisted any research activity by demanding a high degree of
control and reciprocity. So, as I have explained, I re-
sponded by looking elsewhere for a research site with the
exception of the Martinsburg Hospice.
The Board of Directors of Martinsburg Hospice received
my research proposal with more caution than I had originally
anticipated, treating me, at the same time, with profession-
al courtesy. Their cautious approach had merit because of
the organization's own concerns about gaining acceptance in
the community. However, it was more than a half year
between my declaration of intent to Martinsburg Hospice and
my first referral.
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Within Martinsburg Hospice, I encountered an extreme
amount of resistance from a certain hospice volunteer who
became protective of a client near death. This volunteer
conducted a telephone campaign, I was to learn, to block my
research. She also brought her case before the Board of
Directors, arguing that it was inappropriate to conduct
research on the dying. The Board of Directors responded
by pointing out that it had approved of the study after due
consideration and that it, in fact, had placed appropriate
checks on my activity to protect any client's interest. In
addition, a physician met with the volunteers to make a case
for the efficacy of research with the dying.
However, to appease this volunteer, a decision was
made by the Board of Directors to have a volunteer go with
me during the initial visit to each referral. In actual
fact, a volunteer went with me only during the initial visit
to the first referral. After that, the issue became moot.
The resistance was diverting and threatening. Since
my purpose was not to research the dynamics of the organiza-
tion, I felt my energies would be dissipated by political
infighting. My tactic, then, was to put my faith in the
efficacy of my design and purposes, rather than actively re-
sisting the resistance. This tactic proved successful and
the resistance dissipated as I proved myself in the field.
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As to individual respondents, I sometimes met with
varying degrees of resistance, as might well be expected
with a potentially taboo research topic or with a setting
that often was in crisis or on the verge of crisis. I must
express an especial appreciation to the visiting nurses and
physicians for paving my way into the homes of several re-
spondents. Once I was in their homes, many respondents ini-
tially resisted the use of the tape recorder. There were
also occasions during the interviews when respondents re-
vealed more to me than, in retrospect, they had intended and
so felt the need to reconsider their relationship with me.
For instance, during a recorded interview, one respondent
told me of details concerning a potential lawsuit. Later
the respondent called to postpone an interview. As we
talked the respondent asked me to erase that portion of the
interview about the lawsuit. I immediately complied with
the request. I was able to reestablish the relationship.
In another case, a respondent told me of the details of
sexual relationships with the spouse. After that revelation
the respondent resisted my attempts to schedule another
interview. In this case, I persisted until I was able to
schedule another interview. I was willing to keep those de-
tails in confidence but I was unwilling to discontinue the
series of interviews. In other words, I had anticipated
this sort of resistance and met it by being as non-
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threatening as possible, by complying with the respondents'
reguests when possible, and by providing as much reciprocity
as I could.
2.3.4 Participant observation . I was involved as a parti-
cipant in several intermeshing groups preceding and during
the field work. At the same time, I was an observer. For
example, I participated as a client of hospice as a family
member preceding the field work. I also became an active
participant in Martinsburg Hospice, Incorporated and in Make
Today Count. And too, I shared with respondents personal
experiences concerning a dying member of my own family. At
the same time, while participating, I observed my participa-
tion, making the field notes and tape recorder a very
obvious part of my paraphernalia.
Because of this participation, I had an extra dimen-
sion of credibility. Several respondents said that they
felt I understood what they were going through because I had
undergone a similar experience. By the same token, members
of the two organizations were helpful, in part, because I
was viewed as someone with an emotional stake in the re-
search. In short, my experience informed the field work.
One point I wish to make is that the issue of death
and dying cannot be dealt with entirely objectively. Lif-
ton (1979), Becker (1973), Kiibler-Ross (1969), to name only
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a few, discuss the enervating effect of maintaining a psych-
ological distance from full knowledge of one's own death.
The researcher can hardly remain neutral. It would seem
better to acknowledge one's participation in a life process
that ends in death and to proceed with as much energy as
possible with one's exploration from that position.
As to the research design, the task was to find an ap-
propriate method to address a problem concerning the act of
dying, a universality. Further, the problem is set within
the context of an emerging health care paradigm influenced
by the implications of relativity theory and quantuum mech-
anics. This paradigm emphasizes the inherent subjectivity
of all professional and patient judgements (J. Gordon,
1980) . It holds that the mind is a part of the process
being observed (Sypher, 1968).
Furthermore, the problem of this study is not con-
cerned simply with the isolation of variables, but is con-
cerned, in part, with uncovering the meanings of subjective,
deeply personal sides of dying. The discovery of personal
meaning is not the same order of task as, say, the discovery
of the effects of so many units of Vitamin C on people dying
with cancer of the lung. A more spontaneous and loosely
designed protocol would be more to the point. I take as a
caution Garfield's (1980) example:
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As one elderly man dying of lung cancer stated, "I'll bedamned if I share my feelings about death and dying with
anyone who makes two-minute U-turns at the foot of my
bed" (p. 395)
.
To me, this man is not discussing segments of time but is
saying that he would not discuss personal aspects of his
dying with any researcher or care provider unwilling to take
the time to listen and respond to him.
So, in short, when designing the research protocol, I
elected to acknowledge fully that I was an involved partici-
pant, and, further, that the very purpose of the research
was to influence the development of ways of interacting with
the dying. My attempts at becoming "objective" in my obser-
vations would come from introspection, temporal distancing,
and final analysis of the tape recordings and field notes
away from the field.
At issue, then, is the applicability of the methods,
and the resultant findings, to the purpose of the study.
Clearly, the researcher is involved with the subjects of the
field work, not attempting to function as a detached observ-
er but as a participating observer. Furthermore, the pur-
pose of the study is to be of service to the dying. Thus,
it is most appropriate to acknowledge that one is involved
and to proceed with the field work on that basis.
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2 . 4 Data
The methods of the research and field work were de-
signed to generate useful material for devising an approach
for educating the dying. A problem I had was to decide what
material to collect and what to do with it after I had it.
2.4.1 Data collection . The preliminary research was de-
signed to have included the gathering of data from twelve
case studies, with each study being, first of all, three
interviews with a dying person, scheduled at least one week
apart; secondly, an interview or interviews with a signifi-
cant other; and, finally, an interview with a health care
provider. There would have been sixty interviews. As it
happened, the field experience was different.
The number of interviews I held with each dying person
varied from a low of one to a high of twelve. The usual
number ranged between three and five. The length of the
interviews ranged from ten minutes to more than two hours.
As to significant others, these respondents provided more
data than I had originally planned. Many family members and
volunteers were eager to tell me about their experience and
so were a rich source of data. Most of these interviews
were more than an hour in length. The longest was three
hours. As to health care providers, these interviews usual-
ly lasted a half an hour to forty-five minutes, with the
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longest being two hours of recording time. In all, I con-
ducted 116 interviews.
The primary data from the interviews was collected,
for the most part, by tape recording. Often, there was some
initial resistance to the recorder and sometimes an uneasi-
ness during the beginning part of each interview until the
respondent became involved in the subject. Some of that re-
sistance was alleviated by reassuring the respondent that I
would turn off the recorder at that person's request. I al-
ways did this without question when asked. As well, I made
no attempt after the interview to make field notes of such
data as was labeled personal. At times, I had mechanical
problems with the recorder or ran out of tape. In such
cases, I made field notes.
As indicated in section 2.3.1, the use of the recorder
was refused in one case only. As well, I was asked not to
make notes during the interview, although I was allowed to
make notes afterwards. With this particular case, I would
record the data immediately after the interview by tape
recording my recollection while I drove to the nearest diner
where I could supplement my tapes with field notes.
The recordings, the notes made from the recordings, as
well as other notes from the interviews and from the field
work, have been filed for future study. Confidentiality is
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protected by identifying the material by case study. A
master list is filed separately to assure confidentiality.
In general I kept the same sets of questions that I
had developed after the preliminary interviews throughout
the field work. The sets of questions appear in the appen-
dix. The phrasing and the sequence of the questions changed
quite a bit according to the age, dialect, educational
level, and responsiveness of the person being interviewed.
My objective in the series of interviews was not so much to
make sure each question was answered as it was to follow the
respondent's experience as it related to the problems of the
study. I would always attempt to begin with general infor-
mation and proceed to personal concerns. I would also
attempt to assess the respondent's concept of education,
making sure that he or she did not equate the idea of educa-
tion with the idea of schooling.
In addition to the primary sources of data, the inter-
views, there were a number of secondary sources. There was
information gathered from organizational meetings and from
the offices of the visiting nurses organization. There were
chance meetings on the street and telephone calls. In sev-
eral cases, these calls continued long enough and became
structured enough so that I was able to conduct an inter-
view. The operating principle was to gather data as oppor-
tunities presented themselves. I have described other
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instances of sources of data previously. The point I want
to emphasize is that these secondary data became useful as
they informed and gave background to the primary data.
2.4.2 Data analysis . One of the first steps in the analy-
sis of the taped interviews was the transcribing of the
interviews. The task was as gigantic as it was helpful.
During the process of relistening to and transcribing the
interviews, one after the other, I was able to sort out
various themes as they related to emerging possibilities for
curricular design, so that I was able to discard some of my
original approaches to the problem and to develop other ap-
proaches. For instance, I found that my original purpose of
formulating curricular objectives was really too narrow in
addressing the problem. I also found that I needed to be
clear as to my approach for curricular development. This
realization prompted my incorporation of both progressive
approaches and essentialist approaches into the approach I
would develop.
Transcribing the tapes also helped me to distance my-
self from immediate involvement with dying people and those
connected with their plight. It helped me concentrate on
abstracting curricular concerns from the conversations,. At
the same time, the act of transcribing helped me to recall
details of the interviews I might have otherwise forgotten.
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The interviews had taken place over a long period of time,
the first being on December 23, 1980, and the final being on
June 23, 1982.
Of course, a preliminary analysis had already begun
during the field work. I had developed a means of continu-
ally restructuring possible educational approaches. The
procedure was one in which I reflected upon the interviews
of each case study in preparation for further interviews,
looking for leads in the data that would suggest an approach
for designing a framework for learning services for a
newly-emerging field of service.
The next step in my analysis was one of screening the
interviews in terms of the four clusters of questions set
out in section 1.5 and repeated here:
1. What do people with a terminal condition need to
know?
2. Do people with a terminal condition desire to deal
with meaning in life? If so, what should such
people learn, if anything, in order to find the
unique meaning in their lives?
3. Then too, can such people grow, as the literature
suggests? If so, is either cognitive growth or
affective growth, or both, desirable? If so, how
should such growth be facilitated?
4. What, then, is the person with a terminal condi-
tion to be taught? How is that person to be
taught? Who decides what the person is to be
taught? How would the educational component of a
hospice program be designed? What would such a
component seek to accomplish?
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During this step, I correlated information from the
transcripts of the interviews, in whatever order it was
given, with the questions of the study. I wrote each ques-
tion of the study on a separate sheet of paper, color coded
according to the sources of information, green for the
people with a terminal condition, yellow for the significant
others, and blue for the health care providers. By this
means I was able to abstract the data generated by the
interviewing process for a further stage of analysis by
cataloguing it both according to the questions of the study
and according to the subjects of the study. Then I organ-
ized this data into a set of possible curricular concerns.
In addition, I set aside other data as valuable for future
research and for inclusion in the final chapter on implica-
tions .
2.4.3 Redesigning the analysis . However, during the course
of the field work, the unanticipated theme of control
repeatedly appeared, a theme that was not adequately
addressed, it seemed to me, in the manner in which I was
clustering these objectives, no matter how much I reshuffled
the sets or added to items. Issues of control and degree of
self-determination could not be forced into the design I was
using. The idea of choice could not be made to be a curri-
cular objective. For instance, when I wrote that the dying
person will learn to exercise a degree of self-determination
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appropriate to the situation in which he finds himself,
while apparently sensible, the statement was unsatisfactory.
Something was missing.
While in this state of dissatisfaction, I noticed that
I had assumed all along that an essentialist approach would
be the appropriate one. Any approach I devised would focus
primarily on such specific activities as life review, infor-
mation on methods of pain control, or dealing with death
anxiety, or so I thought from my reading.
Another possible approach would be the progressive
curricular one, as I have discussed in section 1.4.3. How-
ever, I found that by organizing the data into a possible
progressive approach a certain specificity was sacrificed
that had been the appeal of the original essentialist
approach.
I was in a quandary until I realized that it was not
an either-or situation, that analysis of the data could be
facilitated by modifying Jeffrey Eiseman's (1978) Integra-
tive Framework Construction (IFC), a method of reconciling
"incompatible" positions of parties trapped in deteriorating
patterns of interaction (p. 144) . By a modification of the
IFC process, I was able to reconcile the use of both the
essentialist curricular approach and the progressive curri-
cular approach. This step was a key to redesigning the
analysis
.
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An essentialist curricular approach could be used to
teach ways to cope with specific problems associated with a
terminal condition, for instance, how to plan for one's
funeral. On the other hand, a progressive approach could be
used to help dying people in finding the personal meaning of
their own lives. Even though the processes seem to be
different, both approaches have the same end, to teach the
dying to come to terms with death, one emphasizing the spe-
cificity of means, the other emphasizing personal meaning.
By shifting the emphasis to the superordinate goal of coming
to terms with death, the apparently incompatible curricular
approaches could be reconciled and an integrative framework
for providing learning services could be designed. The re-
sultant process curricular approach could be used to teach
dying people specific means both to cope with their terminal
condition and, at the same time, to make significant person-
al choices in finding the meaning of their lives.
Both of these ends, coping and finding meaning, often
could be accomplished by the same learning activity, depend-
ing on the way that activity is viewed. Just as a beam of
light could be thought of as being a wave at times and as
consisting of particles at other times, so too an approach
for educating the dying could be thought of as essentialist
as one seeks new information and skills to deal with the
dying experience and could be thought of as progressive as
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final grounding in section 1.4.2. True, the drafting of a
will would remain much the same activity no matter how one
would look at it. However, the significance of that activ-
ity for the dying person would be much greater. Appropriate
ro^fhods from both the essentialist and the progressive
approach to education could be applied in making sense of
this additional dimension, the finding of a final and
personal interpretation to the end of a person's life. That
end would be the purpose of his or her life.
For all of the preparation for analysis, there are
certain times that I, at least, must lay aside the study for
a while—the books, the articles, the tapes, the field
notes, the sets of data, the typewritten pages—and take a
walk in the woods or ponder the depths of a cup of coffee at
the counter of some midnight diner somewhere. I must free
my thoughts and feelings to turn and wander where they will.
And out of this wandering and turning of the mind
sometimes overjoyed that we are alive at all, out of an awe
at our attempts at confronting the mysteries of life and
death, out of a wonder at our trying to frame vital struc-
tures for the mind in a world largely unknown, out of the
deep brown depths of the coffee, out of the floating white
in a depth of blue, out of the puzzling movement and
scratching of branches--out of all of this, come connections
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which make meaning to all the field work, to all the cate-
gories, to all the typewritten pages.
In the following two chapters, I shall discuss what I
found and what I think about these findings.
CHAPTER III
FINDINGS
The study focuses on the education of people with ter-
minal conditions. I asked dying people to tell me about
their lives and, fortunately, received frank and open
exchanges in many cases, data more compelling and helpful
than I had expected.
However, I shall begin the chapter with observations
that, while they do not directly address the problem of the
study, impinge upon and give meaning to the research. More-
over, they give direction to the analysis, broaden the scope
of the problem, and lead to suggestions for future research.
My choice of research methods was very fortunate in
this regard. The use of other methods, such as a formal
questionnaire and statistical analysis, would not have
allowed for these observations to emerge to inform the
research.
3.1 Preliminary Observations
Much of the dying process is a matter of social inter-
action. This observation is in contrast to an initial
assumption that dying is very much a private matter. True,
in a most fundamental and existential way , it is the most
private of matters, but the social dynamic is such an
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important consideration that it deserves much more attention
than a lone investigator with no funding could possibly
address. In this section, I shall present data that led me
to this observation by considering the following: family,
disease and narcotics, setting and using an emerging ser-
vice .
3.1.1 Family . As I have stated in section 2.4.1, members
of the family often were very eager to participate in the
interview process. Furthermore, it became clear during the
interviews that the distinction I had made between the dying
person and family members was not always of primary impor-
tance. After all, the dying person was a member of the
family.
In all cases in which the family was the primary care
provider, the entire life of the family centered around the
care of the dying person. And in all cases, including cases
in which the dying person was living separately from the
family, the person with a terminal condition was very con-
cerned about the effects that his or her final living inter-
val might be having on family life. Responding to this bond
of mutual concern, family members often created stressful
living arrangements. Expressions of loving regard for one
another mixed with concern for one's own plight. For
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instance, one respondent, a family member providing primary
care, said:
I want to tell you something Walter. Whenever you write
your thesis, or whatever you're going to do with it, you
can tell them that I said, it's not easy. It's one of
the hardest things you'll ever have to do. When you
take a terminally-ill patient and say I will keep you
here until the day you die. I won't let you go. And
when you make a commitment like that, you've got to give
everything you've got, right down to your soul. You
have no choice.
The dying respondent of the same family told me:
I wasn't worried as much about myself as I was about my
family. I've got good kids. They can't do enough for
me. . . . But why shouldn't I take it? I've taken good
care of them.
During the interviews, family members who were provid-
ing primary care in their own homes often told me about the
great amount of stress with which they were living. As an
example, in one case a family was attempting to sell their
house below market value because of the cost of care to a
dying son. In another case, both spouses were at home re-
covering from operations to remove cancerous growths. One
of them had been diagnosed as having a terminal condition.
In a third case, five years prior to the initial interview,
the respondent had been given a month to live, and, in the
same case, the spouse had had a nervous breakdown three
years after that initial prognosis.
With a sense of urgency everyone described pressures
under which he or she was living. It is difficult to select
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representative comments because of the richness of the
material. Here are a few samples:
* I took my thermos bottle and I threw it up against the
wall.
. . . Sometimes it makes me mad when I hear her
moaning and groaning twenty-four hours a day!
* I'm watching my Father starve to death!
* The reality hit me. . . . She was the baby and I was
the Mother. How do you want me to hold you baby?
* You realize this was the first time in my life, and
I'm absolutely serious, when I stood in my shoes and
felt it wasn't a sin to feel helpless.
* I've aged twelve years in the last three months.
In most cases the person with a terminal condition was
an active member of the family in many ways, concerned both
with maintaining a degree of independence and with the
apparent burden he or she was causing the family. Here is a
sampling of comments from dying respondents.
* I appreciate the things they do. However, I do feel
somewhat indebted to them and I would like to do
things for them. But there's not much I can do.
* I think they're lovely, just lovely.
* (This comment from a family member about the dying
person) He puts out a lot of strength to us.
* The children want me to come and live with them, but I
think I'll try to stay in my house as long as I can.
In one case the respondent with a terminal condition
was the primary care provider for her eighty-year-old, bed-
ridden, senile mother. In this case, she focused on caring
for her mother as much as she focused on caring for herself.
As she told me:
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Mostly I stay in the room. You know, I do for her.
Then there's a certain length of time. Then I go to
bed. Then if she needs anything I get up.
To me, this respondent was exhausted. She described
the effort that cooking took:
I'll put something on and stir it and come back and set
on the bed. I'll go back and stir it and set on the
bed.
Clearly she was suffering but, as she confided, felt she was
"living to take care of Mother."
I was not able to communicate with her mother other
than what must have been an exchange of greetings. The old
woman tended to babble during my interviews with her dying
daughter and, as her daughter told me, she thought "the
people in the TV could see her." As it was, I only heard
the following exchange:
Daughter: (to Mother) How are you doing?
Mother: Don't know . . .
Daughter: Well, she's got some answers! Well, talk a
little bit. What's your name lady?
Mother: I don't got no name.
However, the mother and daughter seemed to care for
one another. Interestingly too, I could find no sense of
resentment on the part of the daughter for the exhausting
care she gave her mother who, as far as I could detect, was
unaware that her daughter was dying. The stress in this
case came from a sense of inadequacy on the part of the
daughter. Certainly, this feeling was more than justified.
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Then, there were cases of misdirected or inappropriate
behavior after the death of the person with a terminal con-
dition. In one case, a family member attempted suicide. In
another case, the spouse of the family member who had died
would disappear for days at a time, sometimes locking the
children out of the house. It seemed to me that families
would reorganize to care for a dying member and then have to
reorganize again after the death of that member. These two
periods of reorganization could be times of unrelenting
stress or times of learning and growth. These periods could
be times of coming to terms with death by coping and by
finding meaning in dying. However an examination of this
family dynamic as important as it seems is beyond the scope
and intent of this study. In short, while not directly
addressing the problem of the study, this aspect of family
dynamic does inform the study a great deal. It is very
useful and important, worth a study in itself, as I shall
discuss in section 5.2. However, next I shall discuss
another aspect of the dying person's life which affects
social interaction.
3.1.2 Considering the disease and narcotics . From the
visiting nurses, I was able to learn details concerning a
dying person's case, for example that a particular patient
had a specific fund of energy, that the person was likely to
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be most talkative at a certain time of the day, and that the
person was likely "to be a little weird" at times because of
the use of a particular analgesic narcotic. This informa-
tion was useful for designing specific interviews and for
anticipating specific reactions from certain respondents.
Obviously, the progress of the disease state and the
narcotic has an effect on the quality of the dying person's
life. Sometimes a joke was made. "If I start hallucinat-
ing, don't believe me." During one interview, a respondent
had a severe seizure. Another person experienced aphasia.
When I asked one person what he did during the day, the
answer was, "Nothing. Lay in bed and get medicine." What
more could he say? Another person, in anticipating pain,
said, "As far as real severe, severe, terrific pain, I
haven't had that yet. I haven't gotten to that stage.
(Cries) And I hope I don't."
Again, these are events that inform the study and,
most certainly, must be taken into consideration when de-
signing an educative process for the dying. However, like
my observations about the family, these observations are
emerging? the research was not designed to generate them.
They give further dimension to the problem of the study and
suggest directions for further research.
3.1.3 Setting
.
In section 2.2.1 I stated that I conducted
some of the interviews in hospitals and one series at a
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nursing home. However, I talked with most of the respon-
dents in their homes. During this fieldwork I began to
notice a connection between the place of dying and the dying
person s reactions. The place of dying ranged from an over-
heated, underventilated small room in a private residence to
a well-kept condominium overlooking the water. Most of the
time the respondents seemed to be more spontaneous and open
to answering my questions in their own homes. Certainly, I
heard many say that they preferred to stay at home.
Tentatively, I think this preference for staying at
home has to do with familiarity, a desire to preserve rela-
tionships, and a desire to be in control of the terminal
situation as much as possible. However, I have no state-
ments from the dying that would directly confirm or deny
this hypothesis. Also I could see no correlation between
pleasantness of physical surroundings and either life satis-
faction or the desire and ability to learn to come to terms
with death. The only certain observation that I can make is
that the dying person wanted to be home in the majority of
cases, no matter the condition of that home or the problems
to be overcome. As one respondent who slept in the living
room commented, "Thank God the bathroom's on the first
floor.
"
It would be interesting to discover the relationship
between setting and the openness of social interaction and.
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especially, the ability to learn during this final period of
potential growth.
3.1.4 Using an emerging service . One of the stated objec-
tives of Hospice of Martinsburg, Inc. is "to assist the
family and patient to understand the illness and process of
dying." From my observations of the organization, I would
conclude that the use of the term "to understand" in this
case, can be taken to mean "to cope with" or "grapple to
comprehend" the illness and process of dying, rather than
"to come to terms" with the disease and process of dying.
It seemed to me that the dominant motive was one of trying
to grasp and cope with the necessities of disease and dying
as crisis rather than one of attempting to comprehend these
necessities wisely with "sophia." There was little effort
to help the client understand the personal significance of
his or her dying and its connection to the whole of his or
her life. True, many of the individuals within the organi-
zation were working toward providing services that would
help the client do more than simply cope; however, there was
no real conceptualization and subsequent use of such ideas
as Ulin's "coming to terms with death," or as Kiibler-Ross ' s
"final stage of growth." From the point of view I advocate
in this study, the use of such ideas for formulating policy
for organizations such as hospices is both essential and
practical. However there is a reason why concepts such as
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thinking of dying as a period of growth are slighted. I
shall explain my position.
I found hospice, as emerging field of service, to be
dominated by people trained in the biomedical approach to
providing service to the dying. For instance, on the
governing board of Hospice of Martinsburg, Inc., there were
three physicians, four registered nurses, and one medical
administrator out of sixteen members. Of this group of
eight people, the physicians were clearly in authority. For
example, although two members of the board held Ph.Ds, they
were always addressed on a first-name basis. In contrast,
the physicians were always addressed as "Doctor. " As an-
other example, when a physician would arrive at a luncheon
meeting, often late, a registered nurse would immediately
serve him coffee. This courtesy was not extended to other
board members. Finally, the physicians clearly dominated
the decision-making process. Sometimes it seemed as though
the physicians' random musings, attempts at thinking through
a problem aloud, became matters of policy.
There were other instances of this control. By policy
of Hospice of Martinsburg, Inc., the "patient's physician
makes referral to medical director of Hospice." After that
the medical director would contact the visiting nurse asso-
ciation whose representative would visit the dying person
and would evaluate the suitability of the referral for
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hospice services. There was no procedure for referral by
the clergy
,
by social service agencies, by families, or, for
that matter, by dying people. There was no procedure for
evaluation for placement except by physician and nurse. As
a final instance, I turn to a proposal by the West Virginia
Health Systems Agency (1980) which states, "Hospice services
should be physician directed services" (p. 8).
My purpose in presenting these observations is to
point out that this predominance by physicians influences
the decisions and actions of the volunteers, the family
members, and the dying. The physicians were well-
intentioned, professionally competent individuals who,
because of training, tended to look upon dying as a disease,
and tended to take a stance of authority even while operat-
ing within the emerging modality for caring for the dying.
From the point of view I presented in sections 1.2.2
and 1.2.3 dying is a process of living, not a disease and
not even, necessarily, an illness. It can be, under favor-
able circumstances, a final period of growth. However, the
people whom I interviewed held a view of dying that was
influenced by professionals trained in the prevalent, bio-
medical tradition. Thus they tended to talk at first about
coping with dying as if that process were a disease to be
controlled because that is what they had been "taught as a
part of a hidden curriculum.
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In summary the dying respondents were members of a
family living in a certain setting using an emerging ser-
vice. They were interacting with a great number of people
in spite of impediments of a terminal condition and analge-
sic narcotics. This social interaction is a significant
factor in the analysis of the interviews that follows.
In the next sections, I shall analyze the data by con-
sidering two aspects of coming to terms with death: first
of all, the practical or coping process and, secondly, the
finding meaning in dying process. I described this method
of analysis in sections 2.4.2 and 2.4.3.
3.2 Coming to Terms with Death: Coping
The respondents had innumerable anxieties about dying
as a practical matter. The dying, their families, the care
providers, all articulated concerns about coping with mat-
ters of disease emotions, and living arrangements: Coping
with making preparations, coping with resources, coping with
disabilities, coping with relationships, coping emotionally,
and coping with living existentially. Let us look more
closely at each one of these six concerns.
3.2.1 Coping with making preparations.
Common sense tells me some things must be prepared.
(Dying respondent)
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I discussed the issue of making preparations for death
with one dying respondent and was told, "I have made out a
will and disposed of my worldly goods, such as they are. I
have named my daughter power of attorney since I can no
longer write. She is my executor—and so forth.
"
In another interview we talked further about wills.
"I had my oldest son write a will for me. . . .We had a lo-
cal attorney do it. And we found he had neglected a couple
of loopholes, like he had never registered power of attorney
at the court house. ... I don't have any physical property
like real estate. So as far as physical preparations are
concerned we are—more or less—squared away.
"
At this statement, the daughter, who was providing
medical assistance at the time, gave us both a pained ex-
pression.
The dying respondent continued speaking. "Poor
(Daughter)
,
she has to work nights and then spend a couple
of hours working on this other stuff."
The daughter swallowed a bitter pill. Everyone
laughed, including the daughter.
Then I asked, "Have you made funeral arrangements?"
"Part of it.
"
She told me that she had a vault in another state.
The family had already arranged for the transfer of the
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body. Her children in that other state would receive her
body. Her comment was "Expensive yeah, but difficult, no."
I asked about the services and the respondent replied
that there would perhaps be services at both places. "But I
don't think I'll care at that point." Later, the daughter
informed me that her mother had died "with a feeling of
peace," partially because preparations had been made in an
orderly and careful manner.
As I continued the interviews, I discovered that the
daughter, who was the primary care provider, also assumed
the role of the one who made preparations. After the
respondent's death, the daughter continued taking responsi-
bility for the carrying out of those preparations. I was to
discover that she resented that role and felt that it was a
burden.
The rest of such stories belong in another study.
With one notable exception, the dying respondents and
their families were all in the process of making funeral
arrangements, writing wills, and generally getting their
houses in order. The notable exception, although talking to
me about making preparations, put off taking care of busi-
ness, according to the visiting nurse, until "toward the end
when she wasn't coherent." However, most households were
very well prepared. As one respondent commented, "They say
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you gotta pay taxes and die. This is one time they got me
over a barrel.
"
In some cases the burden of making preparations fell
on the dying person. Either the family members providing
care were too busy coping with other issues, they were not
inclined to cope with what one called "practical matters,"
or they were reluctant to broach the subject. In fact, in
one case, the son began making preparations with his dying
mother directly as the result of the interviews. He told
me, "It's one thing I wanted to talk with her the last time
I was here, but didn't." As it turned out, both parties had
not discussed the matter with the other because both thought
the other person would be reluctant. But, in truth, both
were eager to discuss making preparations.
Many of the respondents had long-range finances in
order or in a manageable state, and had either given away
personal mementos or had left instructions as to their
disposition. "Several years ago, I started giving to my
children. When I became ill, I gave them a down payment on
the house." Another dying person said, "You know, posses-
sions are a worry. " She then began to discuss the appropri-
ateness of her silver and glassware for her children's life-
style. Another respondent bought a car for his wife. She
won't have to worry about repairs for a while." Certainly
the dying were concerned with providing for the living.
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The most firecjuently-asked question was an inquiry
about living wills (a written bequest by the dying that no
extraordinary life-sustaining measures be used)
. Several
dying people also felt a need for information in easily
assimilated form about legal matters. Several suggested
that it would be helpful to have a check list of things to
do or, as one respondent said, "a number to call, someone
who would know the routine.
"
This area and the next one lend themselves to routine.
3.2.2 Coping with resources .
I'm still mad at the social worker for not telling me
about the visiting nurses earlier. (Dying respondent)
What services are available? How do you use them?
Which ones should you choose? How do you get in contact?
Is money available? How do you fill out the forms? As one
exclaimed, "I'm just trying to assimilate all this informa-
tion and trying to figure out what the hell to do!"
In one case, both spouses were recuperating from sur-
gery for cancer while their daughter worked at a low-paying
job and cared for them. All three were crowded into a
small, two-bedroom apartment in a subsidized housing pro-
ject. The mother had a terminal condition: cancer of the
stomach which had metastasized to the brain stem, sclerosis
of the liver, diabetes, and was blind. She praised her
daughter, "She treats us like babies now. She does
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everything. She cooks, she washes, she cleans house, she
even takes care of the money."
The family had found a number of services available.
First of all, the mother had been referred by the West Vir-
ginia Department of Welfare to the Baltimore Cancer Research
Center which at that time was conducting research on her
type of cancer. As a result, all of her surgery, hospitali-
zation, follow-up treatments such as chemotherapy, and
medication were paid for. The family also received the ser-
vices of Panhandle Home Health Inc.
,
which provided the
services of a visiting nurse and a health aide. The visit-
ing nurse also acted as a liaison with the physician pro-
vided by the West Virginia Department of Welfare.
However, the family was disturbed by an impending de-
crease in various welfare payments. As the mother told me,
"My husband don't even have Medicare for a year yet. His
medicine runs so much a month. Now we're going to have to
do without some kind of food or something." The father com-
mented on the probable cut-back in their entitlement this
way. "My daughter said she was going to gather up all the
medicine containers at the end of the month and send them to
Reagan and say, here you do something about it!
The family had also managed to find other resources.
A friend had told them of a school for the blind that would
provide tape recordings of books. The Lions Club had given
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the mother a cane for walking around the house. Another
community organization provided special bathroom equipment.
These services were very helpful since the mother was blind
and house bound. Finally, neighbors had been especially
attentive one week when the daughter was sick with the flu,
making for a whole household of very sick people.
However, there still were problems. A big one was
transportation and traveling expenses to and from the
research center seventy miles away. Apparently relatives
were reluctant to help. The Cancer Society had provided
transportation twice but could not do so on a regular basis.
Finally the daughter bought a car but the expenses were an
additional burden to an already strained budget.
Another problem could have been solved by training.
The visiting nurse thought that it would be helpful if the
mother could learn to move around the house independently,
especially since the father was recuperating from his own
operation.
In addition the daughter especially needed respite and
someone in whom to confide. Apparently, her life revolved
completely around caring for her parents and working. As
far as I could learn, she had no close friends and no acti-
vities other than to work and to care for her parents.
As it was, however, this family had coped by availing
themselves of a great number of resources. In some other
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cases, families had not been so resourceful. Many people
needed to know sources of financial aid, for instance. They
needed help with calculating medical benefits, as well as
dealing with insurance forms and billings. Finances become
a huge problem to a person with a limited fund of energy.
"When my energy's up I try to catch up on some of my book-
keeping and Medicare. My God, whoever invented that system
ought to get shot.
. . . They don't tell you anything. They
allow this. They don't allow that. You start off with a
hundred dollars and you wind up with forty.
"
It is important for the family that includes a dying
person to know the availability of appropriate resources and
how to survive the burdensome procedures and the paperwork
that often results. True, coping with resources is a chore
but the importance of this kind of knowledge is emphasized
by the bitterness of one family member whose sibling was in
a nursing home.
Some of them old people, I mean, you've got to feel for
them. To be around it all the time, especially when
you're not that way. ... He talked her into it. She
was doctoring with him.
Certainly information ought to be readily and quickly
available
.
3.2.3 Coping with disabilities .
It was a question of here are the options; which ones do
you choose? (Dying respondent)
97
At one time my oldest brother did not understand why we
did not opt for everything. (Family member)
What skills and information would a dying person need
in order to cope with his or her disabilities? Many respon-
dents were gradually losing control of their degenerating
bodies. As one recounted, "I went into the backyard and I
fell. I couldn't get myself up. I sat there and cried."
Often these people experienced an inordinate amount of
discomfort, pain, and suffering. They spent much of their
day in a state of siege, beleaguered by a host of physical
disabilities and surrounded by an army of family members,
nurses, doctors, hospice volunteers, neighbors, and friends
trooping through the house coping with those disabilities.
It wasn't always clear who was actually in control--if any-
body.
One woman whom I visited both in her home and in the
hospital had vaginal cancer. To report that she was in dis-
comfort and pain would be an understatement. In addition to
constant bleeding and pain, she suffered a number of other
disabilities: extremely dry and cracking skin, blurred vi-
sion, an ingrown toenail, fluid retention, bed sores, short-
ness of breath caused by abdominal distention, elimination
problems and a urinary tract infection. She was very weak
and spent most of her time lying on a couch in the living
room. She was able to move slowly and painfully with the
help of a walker
—
primarily from the sofa to the bathroom.
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As she told me, "Between the vaginal bleeding, the fluid
pills, and the frequent bowel movements, it really has got-
ten tiring. No sooner do you get cleaned up than you have
to go back again.
"
Her husband had taken a leave of absence and had be-
come both primary care provider and housekeeper. Housework
was a new skill for him. Still, he appeared to be running
the household quite well, always under the watchful eye of
his failing wife. As it was, some of the most animated con-
versations I had with the dying respondents were about her
husband's "cookin' 'n cleanin'." With a twinkle, she said,
"And we've got to learn to work together. He's learning to
cook (chuckle) and wash the clothes and things like that.
"
Both had become quite interested in nutritional sub-
stitutes and vitamin supplements. In fact, he was quite
proud that he had increased her appetite so that his wife
was able to maintain her weight and strength, such as it
was. As the visiting nurse commented, "I think he really
tries to do everything he can for her.
"
She also had help in coping with her disabilities from
a neighbor and the hospice volunteer. The volunteer helped
with such necessities as lunch and the frequent sitz baths.
As to the neighbor, I was told, "The lady next door has
helped a lot. She had nurse training.
"
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A nurse visited three times a week to monitor her
physical condition, to provide medical supplies, and to help
w^-"th the dressings. The nurse also made it clear she could
be called any time there was an emergency. The respondent
was very appreciative. "She's awfully kind."
Unfortunately, the visiting nurse was not allowed to
continue professional care after the respondent was hospi-
talized. She could visit the respondent only as a friend.
The respondent had become quite attached to the nurse and
the nurse was very familiar with her former patient's dis-
abilities .
This respondent called on her religious background as
a strategy in coping with her disabilities. She spent what
time she could in prayer, in listening to Bible passages and
lessons on cassette tapes, and in watching religious shows
on television. It was apparent that she was praying for
spiritual intervention. In our discussions of faith healing,
the dying respondent always said that she wanted to be
healed "if it was the Lord's will." As the visiting nurse
told me, "Any improvement she has, she credits it to the
Lord.
"
This respondent held fast to control of her situation
as much as possible. For instance, the visiting nurse re-
ported that the respondent wanted the nurse to use a speci-
fic towel on any given day. "She wants to run things right
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now, even though she's not that capable. She's still put-
ting in her two bits."
She attempted to maintain her independence after she
to the hospital, even when enfeebled and near death.
One of the last comments I heard her make follows:
I don't want to get helpless. (pause) It's been so
long. (pause) I'm almost dying. (pause) I'm so
tired.
Like this woman, other respondents had many and varied
disabilities with which to cope during their final living
interval, which for many was a prolonged and taxing endur-
ance test. Not only were these disabilities many and
varied, they were also multiplying in number as the days
wore on.
In all cases the primary disease was some form of
cancer: leukemia, cancer of the lungs, cancer of the bone,
cancer of the esophagus. As the case progressed, so would
the progress of the cancer. Often it would metastasize, or
spread by way of the blood vessels, to a number of loca-
tions. For instance, one respondent had cancer of the
lungs which had metastasized to the heart, the rib cage, the
shoulder blades and the brain stem. Another had cancer of
the esophagus which metastasized to the hip and to the
heart. Another had cancer of the colon which had metasta-
sized to the liver and to the stomach.
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In addition to the primary disease there were many
other health problems with which the dying had to contend.
The nurses were helpful in pointing out that many times
there were health problems not directly related to their
patient's terminal condition: other diseases, poor diet,
lack of exercise, depression, routine health care, bed
sores, constipation, to name a few. The interviews con-
firmed these observations.
The respondents had an overwhelming number of health-
related issues: sleeplessness, fluid retention, hearing
loss, listlessness, shingles, broken hip, sleeping a lot,
breakdown of tissues, general discomfort, dry mouth, heart
failure, heart problems, seizures, hallucinations, confu-
sion, a series of small strokes, and the need for sexual
re-orientation. One woman told me, "I've lost full use of
my right hand, so I won't be able to finish my daughter-in-
law's knitting. I was knitting her a pair of gloves." And,
as I reported in section 3.2.2, one respondent was blind and
needed special training and equipment.
Family members described disabilities with especial
poignancy. One said, "His skin's starting to break down."
Another respondent described the disability of her mother:
"She loses her sentences. She loses what she wants to say.
Another recounted, "He's lost the use of his hands. He d
sign something and then he'd go, 'Oh brother.
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As to diet, several people were constantly hungry be-
cause of the nature of their diseases. These people talked
of food at the slightest opening. For instance, in the case
of a person with cancer of the liver, this respondent, even
though constantly hungry, could eat only a few bites of food
at a sitting. Every interview with her began with a discus-
sion of food. A respondent with cancer of the esophagus had
to exist on a liquid diet, consisting mostly of a commercial
soy-based product. He expressed a great distaste for his
diet. Once he said, "You know, like when I was healthy, I'd
say, gee I'm hungry. It isn't there. Never, never a reac-
tion about food."
Energy level and weight loss were common problems.
One respondent told me, "I don't like to shave. It uses me
too much." Another said, "When the grandchildren go, I'm
totally wiped out. I think I sleep for two days." Another
lamented, "Weak—so weak—for every step I need somebody to
move me .
"
Many respondents experienced a great amount of weight
loss. Perhaps this can best be illustrated by the comment
of one of the respondents who said, with a delightful sense
of irony. "I have a watch. That's my elbow watch. It used
to be my wrist watch.
"
Pain was a constant theme throughout the interviews,
the perception of it, the control of it.
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If I knew I could die without pain, I don't think it
would worry me. (Dying respondent)
Pain is an overwhelming reality. According to one dy-
ing respondent, "If it gets beyond endurance you just go
loco." Means of coping with it included medication, acu-
puncture and meditation, diversions such as activities,
friends, gossip, or sleep: "If I get too much pain, I come
in here and lie down. The first thing you know I'm asleep."
But the question of how to cope with pain remained. "The
only thing that's bad is tomorrow I'm faced with the same
pain." Nurses talked of pain as a matter of routine, tell-
ing me about that aspect of their patient's case before I
asked. One offered the opinion that pain could never be
controlled as perfectly as some texts state. Any educative
approach must take into account this reality of pain and its
effect on the mental life of the dying.
The respondents often expressed a need for information
about their disease, vocabulary to discuss it, how to cope
with it. Several were uncomfortable with the word "cancer."
Some were not so clear about their disease. As one said,
"Is it a timebomb sitting up there or a dud?"
Many people were trying various non-medical treat-
ments: vitamin therapy, coffee enemas, round the clock
prayer, guided imagery, acupressure, special foods, faith,
all of this as well as utilizing the traditional medical
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approaches of surgery, chemotherapy, and radiation treat-
ment. The efficacy and appropriateness of these approaches
need to be discussed in a non- judgmental manner with the
dying.
Many wanted to know what the progress of the disease
would be. Any special problems such as aphasia or loss of
ability to write need to be addressed early. The effects of
medication need to be clarified. There are even such mat-
ters as hair styling. As one person told me, "My hair's
been in and out four times." Another said, "I'm afraid to
death the permanent will start my hair coming out. " In an-
other case a young dying respondent had to cope with the
stares and taunts of children because of baldness caused by
chemotherapy treatments.
Some respondents were dismayed by progressive bodily
deterioration and were not prepared to cope with that physi-
cal reality. One family member said, "Now I understand the
medical jargon they mean by 'stable.' We had hit—it was
like a new plane ..." Both this family member and the
dying respondent were not prepared to cope.
Often there was confusion and disorientation, either
from the analgesics or from the effects of the disease.
There were morphine mumbles, blurred visions, swelling of
the tissues, and even a bizarre call to the police. The
needle point of one respondent became increasingly abstract.
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As the visiting nurse described it to me, "You couldn't even
make out what it was half the time."
There was also the need to restructure the setting.
New arrangements had to be made in the home. Most of the
time the dying respondents preferred to be in the downstairs
part of the house, either sleeping on a couch or in a hospi-
tal bed. In fact, I conducted interviews in the bedrooms of
the dying respondents in only two cases. In three cases,
either the family member or the person with the terminal
condition was a registered nurse and so had some expertise
in restructuring the living environment. Mostly, the burden
of teaching the family to rearrange their household to ac-
commodate the dying member fell on the physician, and, more
often, on the visiting nurse.
However, restructuring the environment is but one sub-
ject in this whole area of learning to cope with disabili-
ties. Evidently, a support group would be an opportunity
for peer teaching of ways to cope with disabilities. For
instance, two of the respondents, both of whom had bone
cancer, became aware of the fact that I was interviewing
each other. Each made several attempts to contact the
other, especially to inquire about what the other was doing
about the effects of the disease and the pain.
Another example of peer teaching in a support group is
Make Today Count. In this group, people traded information
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and had speakers on such topics as nutrition and the state
cancer research. Individual members gained information
about their particular diseases and skills in coping with
them as well as getting emotional support.
Be that as it may, I also found some evidence of a
negative aspect to support groups. For instance, one family
member told me of the deteriorating relationship between two
people with terminal conditions who would visit each other
periodically. I was told each would look at the other and
say, "My God, do I look like that!" The visits became less
frequent and finally stopped. There would be no opportunity
for peer teaching here.
As I have suggested in section 3.1.2, the design of
any educational approach would have to take into account,
not only information and skills needed to cope with various
disabilities, but also the effects those disabilities would
have on the dying person's ability to learn. Relating the
effects of the disabilities, including the effects of pain
and analgesic narcotics to the person's desire and ability
to learn, need to be examined more closely if this final
period is to be truly a period of growth and consolidation.
3.2.4 Coping with relationships .
What strikes me is her independence and holding on to
control, typical with every patient. (Health care pro-
vider)
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There are a number of people with whom the dying per-
son has to establish or maintain relationships. Family,
friends, neighbors, care providers, clergy, all are willing
to help the dying person cope, to one degree or another,
with preparations, resources, and his or her disabilities.
These relationships are an additional dimension or a chang-
ing and complex situation. Let me illustrate what I mean by
drawing from one particular case.
In this case, the dying respondent had chosen to stay
with her son-in-law and daughter. She was bedridden and
confined to a hospital bed in what had been the dining room
of the home. That bed was the focus for many changing rela-
tionships .
First of all, the family developed a close relation-
ship with two hospice volunteers and two visiting nurses.
As the son-in-law recalled, "We were leery at first. Total
strangers coming into the house." However the respondents
had come to depend on these "total strangers." They told me
that they felt they could not do without the support of the
volunteers and the nurses.
The respondent with a terminal condition also had de-
veloped a close relationship with her minister. In fact,
she prefaced many of her remarks with phrases such as, I
told my preacher— " or "My preacher said— ." One of the
"He gets down on his knees to talk withvolunteers told me.
108
her beside the bed so he can maintain eyeball-to-eyeball
contact.
"
The "preacher," the nurses, and the volunteers were
all especially helpful at critical times in this respon-
dent's life as she coped with her terminal condition. She
spoke favorably of her physician too.
As to her own brothers and sisters, the dying respon-
dent attempted to maintain normal relations. She explained,
"My father's family is extremely sensitive." She insisted
that her physician lie, as she put it, and did not want her
brothers and sisters to know that she had a terminal condi-
tion. I have no data concerning their reaction.
Her own children were important to this respondent:
I told the preacher the other day, at first I wanted to
live to be seventy. And then I found out how fierce
life is and how beautiful its surroundings. And then I
put it up to a hundred. I thought well, I'd like to be
Rose Kennedy and have a leather strap and be a monarch
over my children and crack the whip over my grandchil-
dren. That was one of my cuter thoughts.
Some of these children of hers lived far away in an-
other state. The dying respondent flew to that state after
she learned she had a terminal condition. As well, she in-
sisted that the rest of her children accompany her. As her
daughter explained, "When we all got down there and she had
her kids together, it seems like she got some fight back in
her.
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However, her children began to relate to her differ-
ently after their dying mother became confined to her bed.
Not all of them provided the help that was expected. The
daughter confided that if she had to do it over, she would
"have it written in blood that people (in the family) would
help me." A visiting nurse reported that there was dis-
agreement among the dying mother's children about her care.
The volunteers alluded to this same conflict. This argument
disturbed the mother who, although the subject of the dis-
agreement among her own family, was left out. She could
only guess at the subject of the kitchen table conversations:
Every time death comes into the household, everybody
comes and runs into the kitchen and starts whispering.
I know it's a topic. Talk about it . . . don't talk
about it behind my back. There might be something I
want to know about.
As to friends and neighbors, this respondent with a
terminal condition had to cope with changing relationships.
First of all, many friends were very helpful. The daughter
recalled, "Her friends there for a while sent us supper two
weeks in a row. Non stop! Every day there would be a knock
on the door.
"
When I asked the dying respondent if friends were
still visiting, she replied, "I have one friend who comes in
here in the afternoon and her mouth never stops. So I call
her motormouth now. " The son-in-law reported that "She had
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one friend who drove clean up from Michigan and she's eighty
years old. . . . Drove all the way, just to see her."
As another instance of her mother's many friends, the
daughter told me:
She has friends that come and see her. . . . She said, I
can talk to you because we are mother and daughter but I
enjoy my friends because they are of my own age group.
I can tell them a dirty joke.
But, in spite of this woman's many friendships, the
frequency of visits declined. The son-in-law explained, "A
handful
—
you could count on one hand those that have been
faithful to her." The daughter told me, "I've run into a
couple of Mom's friends and they just can't come in.
They're afraid. Afraid of it. . . . It's just as if . . .
she's already gone. She's not even here."
But as it was, the dying respondent relished the
friends who did visit. The volunteers, the nurses, the
"preacher, " and her family seemed to take the place of those
friends who had abandoned her. At least, perhaps, these
people substituted fairly well.
The young couple had a small girl and two boys. The
dying respondent was especially fond of her granddaughter.
She told me that she had requested to be hospitalized "if it
gets too hard for me to bear." She especially didn't want
her granddaughter to see her in a state of extreme suffer-
ing: "She's the love of my heart. I don't want her to see
that. It would frighten her to death.
"
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Her daughter explained the relationship of her chil-
dren to their dying grandmother. She told me, "It's still
my daughter, she can do no wrong. ... She's changed toward
the boys. I think she cares more for them now."
We discussed the children: "My daughter, she's only
three. She doesn't understand she's dying. She just plays
with her dolls and Grandma's there. My one boy, he's ten.
He knows she's dying. I don't think he's taking it too
good. My other boy, I don't think he realizes what death
means." One son was supportive towards his mother. One
night when she was crying, the son came to her, as the
mother reported, put his arm around her and said, "You know
Mom, it's going to be all right." This young mother told me
one time, "I feel like I've totally neglected motherhood."
But I do not think she did.
With this family, as with many, there was an adjust-
ment of relationships that comes with caring for a dying
person at home. One volunteer commented, "It's been a long
drawn-out struggle with them." The family's operating prin-
ciple was to let the dying member be in control. As an ex-
ample, a volunteer told me that the son-in-law and daughter
held bed covers for twenty minutes while the mother very
painstakingly turned over in bed. "And^they'll be there if
she asks them for their help."
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The dying mother realized the difficulty that the
family was having. The daughter reported that her mother
consented to be hospitalized "for a few days. That would
give you enough time to get rested up.
"
Clearly, the couple was extremely supportive of the
mother. Yet, at times, they were hard pressed. As one mem-
ber said, "I've accepted the dying, I just can't accept the
way of dying. " Sometimes the relationship with the mother
was severely strained: "Sometimes you feel like that death
that's there in the bed there with her is trying to reach
out and grab a hold of you and drag you down with it. " The
daughter declared, "I've felt like just throwing up my hands
and walking away. " Yet, in another interview she spoke of
the demands on her time with a deep affection for her
mother. "It's like when I had my first children. You tune
yourself to listen to your baby's cry. And that's what I've
done with her."
The mother was confused sometimes. "She babbles.
That—more that than the screaming and the crying—gets to
me." Her suffering caused her and everyone else in the
family a great deal of anxiety. "There were nights in there
when she would just scream. I mean—forty-five minutes to
an hour, just scream at the top of her voice. The pain hurt
her so bad that she said, please take a gun and shoot me.
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In addition to the pain, there was another circum-
stance that tested family relationships. The volunteers,
the nurse, the family and the dying mother all told me that
she did not like to be alone. The volunteer said, "Since
she has been in the house, the daughter has not gotten one
night's sleep."
The mother told me, "My daughter and I sit down here
sometimes talking until two in the morning.
. . . She can
sit and watch me suffer."
The mother made frequent use of a buzzer beside the
bed. As the nurse observed, "A lot of times, they weren't
legitimate." Several times while I was talking with the
daughter and son-in-law, she buzzed. Once, when the
daughter returned, she commented, "She was just playing with
that thing. She said, I just wanted to see if you would
come." She simply wanted someone to be with her. The son-
in-law explained it this way:
I know she's not afraid of it (dying), maybe only taking
that last breath. A lot of times she calls us down here
late at night, simply to do one thing, to set with her.
Because she's—maybe she's scared, doesn't want to be
left alone. . . . She wants someone here all the time.
The strain of the pain, suffering, and long vigil
tried the relationship of the dying mother and the family.
Bedridden and in pain, she disputed several times the fact
that she really had to accept the care of her daughter and
son-in-law. One time she told a volunteer that she felt her
114
children did not accept her terminal condition. And, ac-
cording to the nurse, near the end of her life, the dying
mother was getting very harsh in her attitude toward the
family.
"
When the dying mother was hospitalized during the
final week of her life, she felt that the daughter was say-
ing bad things about her according to a volunteer. As far
as I could learn she was ambivalent about having to be hos-
pitalized. This dissatisfaction was only partially resolved
before her death.
In many of the other cases, the person with the termi-
nal condition had to establish or re-establish relationships
with many care providers. The dying person would have to
learn to cope with these new relationships in such a way
that the service that the care providers offered was truly
helpful
.
In most of the cases, the church or synagogue offered
a great deal of assistance. One respondent told me, "The
church, they've been taking good care of me." The church
would be represented by a priest or pastor as well as mem-
bers of a church visiting committee. I was told, "This lady
from the church came in the other day and offered to clean
or anything I want.
"
There are professionals and volunteers with whom the
dying person must establish a relationship. Many spoke
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favorably of the visiting nurses. One said, "I can't give
them enough praise. They've been truly wonderful to me."
Most often, the hospice volunteers succeeded in establishing
a close relationship with the dying. One dying respondent
put it this way: "You get to know them on a first name
basis." And of course there were new relationships estab-
lished for those respondents who were members of the support
group. Make Today Count. Many people also seemed to estab-
lish a close working relationship with their physician: "It
was the weirdest thing having the doctor come into your
house." In some cases there were other care providers such
as therapists or live-in companions. I even learned that
there was a job called "sitter, " a person who, for a nominal
salary, would sit with the dying person to provide some
respite for the family and some company for the dying per-
son.
In short, there are a number of new relationships.
One family member told me, "At first you have the visits
from an RN and then I had a physical therapist coming every
two days. . . . The place was like a circus. . . . Really,
your life changes drastically."
While there were new relationships being established
with care providers, there were also relationships being re-
established with friends and neighbors. Many of the dying
needed to know that friends and neighbors still could be
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counted on. They appreciated the cards, visits, and the
diversions: "Visiting—it does make you feel good. Visi-
tors Friends!—Cards." However, either the friends and
neighbors became very attentive or else they visited infre-
quently or not at all. In these cases, questions were
asked. "Where were they?" "Why have friends stopped coming
over?
"
One family member told the story of how her dying par-
ent had received a letter from a friend that had been
intended for someone else. This letter described the
friend's feelings about how the dying parent looked. "It
was a shock, " said the daughter. "It was the first time she
realized how her friends perceived her.
"
Another dying respondent reported that some of her
friends were very upset: "One of them said, 'Damn cigar-
ettes!' And I haven't heard from her since." Many times
the dying respondent would attribute the infrequent visits
from friends to their disease: "There's a lot of people in
this country who believe you can catch cancer."
However, many friends and neighbors were still faith-
ful. They provided companionship. They washed clothes.
They provided food. They gave relief to the family. As one
dying respondent said, "You just can't imagine how nice
people have been to me. You know, doing for me and bringing
things for me.
"
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A family member reported of her dying father's estab-
lishing relationships with old acquaintances. She reported
he said, "You know, I've been a wise guy all my life. I've
never had enough time for friends or family." She con-
tinued, "He's making an effort to say thank you and to
atone for this."
One dying respondent had to cope with new relation-
ships with friends and neighbors in another way: "Some
people come in and they say, leave me this and leave me that
and leave me this one. And I say, well, what are you going
to leave me?" She wasn't ready to be written off by her
neighbors
.
For the most part, dying respondents were anxious to
relate to their families in an open manner but were having
difficulties coping with those relationships. A low fund of
energy made coping with intrafamily politics extremely tax-
ing. Indeed, it is hard for everyone in the family. As one
visiting nurse commented, "My sense is that any chronic ill-
ness is certainly wearing on members of the family."
As a rule, the dying people were eager to tell me
about their children and grandchildren, to show me pictures
and to discuss individuals with pride. Many encouraged the
grandchildren and children to play in their sickroom. As
one told me smilingly, "Most of the time the kids are
through here. This person and that." Then they would tell
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me about their spouses. As one dying respondent exclaimed,
"Thank God for my family!"
There were many expressions of concern about the
family. One dying respondent waited every night for his
daughter who worked late at night. This woman had two teen-
aged sons, by the way. But, in many cases the issues seemed
more compelling. I found a number of family concerns that
were unrelated to the issue of providing care for a person
with a terminal condition. I have reported of some earlier
in this chapter, to cite other examples: a grandchild with
spina bifida, other family diseases and illnesses, marital
problems, unemployment, alcoholism, extraordinary debt, and
legal problems. In addition to worrying about issues such
as these, the dying often expressed concern about their
families' future. As one person stated, "I wasn't worried
as much about myself as about my family.
"
However, the dynamics in most cases had to do with
control. For instance, in one family, the standing joke was
one about controlling the universe. In another case, as a
dying wife failed, she made increasing demands on her hus-
band by specifying exactly how he should care for her. An-
other dying person told me rather emphatically, "I want to
get in the car by myself. I don't want people to be unusu-
ally good to me." This struggle over who decided what often
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hindered the very communications the dying persons openly
desired.
Counterpointing the struggle for control was the theme
of mutual protection. As the child of one dying person
said, "I think he [the dying person] talks to me different
than he talks to them [hospice volunteers]
. Like, maybe
he's trying to protect me and I'm trying to protect him."
The struggles are almost mutually defeating. In this case
neither the child nor the dying father would acknowledge the
fact of his dying to one another. On the other hand, both
would talk about his dying with the hospice volunteer or
with me when not in the presence of the other
3.2.5 Emotional coping .
The only thing I can get out of it is, you shouldn't let
it wear you down. It's going to be strong enough. It's
going to knock the socks off you anyhow. (Dying respon-
dent)
I feel like I'm fighting with a phantom. Where I'm
going, how I'm going, I don't know. (Dying respondent)
People had difficulty coping emotionally with their
dying. Some were depressed, some were confused, some were
attempting to "hang in there." As a daughter reported of
her dying mother, "She woke up several times this week, cry-
ing and carrying on. There are times she wants to go to
sleep and never wake up. " One man had stopped shaving and
sat inside the house in his pajamas, even though he was
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physically able to dress himself and walk outside in the
yard. One woman reported crying so hard that her head ached
and teeth hurt. In short, depression emerged as a major
issue.
As I reviewed the data, I was particularly impressed
with the way one dying respondent who had several types of
cancer coped with what she often referred to as her "highs
and lows." She informed me that, for a long time, she did
not understand what was happening to her:
Nobody ever told me what depression was. ... I used to
come home and look at the walls. I'd get mad at the
phone because it wouldn't ring. I'd get mad at the
phone if it did ring. . . . Sometimes I wonder why I
didn't end up in the crazy house. (Dying respondent)
She said that there were times when she felt helpless. As
she described her feelings, "I can't stand it. I think the
walls are caving in.
"
This respondent reported that depression "came in
waves." She experienced wide mood swings, declaring "my
mood could change thirty times for a month." However, she
wanted to control these changes of mood. As she explained,
"When I come out of it and feel like I do now, I think, why
did I do that? The next time I'm going to handle it differ-
ent. But the next time I don't."
We discussed her mood swings many times. Apparently
her history of depression had begun five years prior to the
first interview at which time both she and her husband had
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cancer. Her husband died. The respondent had a mastectomy
and survived. "After that," she said, "I did go through a
terrible depression for a year."
Her son, who was living with her at the time, re-
ported, "Sometimes, she would get depressed. I wouldn't
talk to her because I felt really hopeless." He attributed
her depression to the chemotherapy treatment she was under-
going at the time.
During this year after her husband's death the dying
respondent and her son both endured a long, dark period.
After recovering from her operation, she returned to work.
But as she told me, she came home at night and cried or
stared at the walls. She was able to cope with her emotion-
al state well enough to prepare meals for herself and her
son. However, as she told me, "I really wasn't thinking so
much about his feelings." She told me in another interview,
"I couldn't administer to his feelings and he couldn't to
mine. I guess I was so in my grief and depression and
everything.
"
During this year, her son took a leave of absence from
college and got a night job. As she described the situa-
tion, "People used to say they'd see him sit out in the
yard. You know, just sit. . . . And I'd just sit in the
house and stare at the walls." According to the respondent,
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the two of them, mother and son, were living in the same
house but were not living together.
This woman continued to experience bouts of depres-
sion, grieving for her husband and trying a number of
treatments to arrest her own cancer, which had metastasized
to several sites. Once, she sighed, "I didn't always know
what was working on me, the death or the cancer."
She had a severe episode when her physician informed
her that there was no more treatment available for her vari-
ous cancers. She reported that he said, "I don't know what
to do with you.
"
She described her emotional state as shock at the time
she heard that statement from her physician. She told me,
"Like when I was taking chemo, they kept saying we could get
it all—But now— .
"
We talked at length about how she felt after she had
considered her physician's prognosis. She was ambivalent.
She said, "It seems to me I'm at the end of the road. I
feel too good for that. " In fact, at that time, she looked
healthy and continued to work.
After informing me of this development, the respondent
resisted scheduling another interview for more than a month.
When we talked again, she explained that she had needed time
"to work things out." She said, "It's hard for me to
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accept, but I'm learning. I've learned a lot of honesty
lately.
"
Apparently though, she had been learning to cope with
her emotional state for quite some time. She had done a
great deal of introspection since the death of her husband.
Moreover she asserted that she had never examined her own
mental state closely before that time. As a result she said
that she had become outgoing and oriented toward helping
people.
However, this respondent credited a compassionate
friend with helping her to cope with the first major depres-
sion, the one she underwent after her husband died. She de-
scribed a remarkable sequence of events to me. When this
friend became aware of the depression, the friend came to
the respondent's house frequently and urged this depressed
woman to ride into town with her. When the respondent re-
sisted, she reported that the friend urged, "Then ride into
town and sit in the car. " After a month or so of riding
into town and sitting in the car, the friend coaxed the re-
spondent out of the car and into a restaurant for a cup of
coffee. The respondent praised her friend, "I know it was
her insistence. I give her all the credit."
The respondent had learned a number of coping strate-
gies over the years. One was to cry. Her employers even
provided her with a space she would call her crying room.
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She informed me that her family "never showed emotions.
They never cried." Because of this background, she had
interpreted tears as a sign of weakness. "But now," as she
put it, "I know my emotions is tears."
She had learned other strategies to cope with her emo-
tional state. She telephoned friends. She took long drives
in her automobile and walked for long distances in the coun-
tryside. She prayed and studied the Bible. She read books
and articles concerning both self improvement and cancer.
She stated she also helped herself by "common sense," by
which she meant long periods of introspection. She even de-
cided to keep a log of her mental states. After we talked
about that log, she decided she would keep a journal of her
thoughts. The respondent informed me quite proudly that she
was writing in her journal every day and that she wanted me
to have it after she died.
Another way this respondent helped herself was by
organizing a local chapter of Make Today Count. She had
read about Orville Kelley, the founder of the organization,
in a periodical. As we talked about her activities with
Make Today Count she commented, "You're left in a hole and
left all alone without support groups."
She also visited other "cancer people, " as she re-
ferred to people with cancer. She explained, "Because I ve
been there I feel I can go to a lot of people and say , I
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know you're scared." I asked her what she did when people
cried. She replied, "I'm very tender hearted. If they cry,
I'm going to cry right along with them." She continued by
saying, "I know how it can make you cry. And tears don't
hurt me now.
"
Through her activities with Make Today Count, her in-
trospection and keeping of a journal, her religious activi-
ties, her relationships with friends, and her adopting an
attitude of taking one day at a time, she learned to cope
with her emotional states. At least her "highs and lows"
did not seem so unbearable, uncontrollable, and strange.
For other respondents depression often began early in
the course of the disease. For instance, one person said,
after she was given a terminal prognosis, "For a whole week,
I was in a daze. I didn't know anything. And then, I
started crying."
Many people had had emotional lows. One said, "One
day I don't even think about it and the next day I'll sit
and cry all day. " A majority talked of feeling low, feeling
alienated, or "not being able to do anything." A respondent
explained wny she didn't answer my telephone call by confid-
ing, "You know, you get days like that, when you are hurting
so bad." Some would actually use the word "depression."
When I'm depressed, it's just like I don't know what to
do. Or I can't do anything. Or it's on top of me,
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beating me down. When I'm not depressed, I think I canhandle lions.
Several other respondents had already attempted to
cope with the effects of their illness and disease. One
accepted stoically that depression would "call from time to
time." Another called friends. Several joined a support
group. Make Today Count.
Reactions to the notion of a support group were neatly
divided. Of course, those respondents who were members of
Make Today Count responded favorably to my inquiries as to
the appropriateness of support groups. On the other hand,
those who were not already a member of some sort of support
group all responded negatively with comments such as, "I
don't want to hear about cancer," or "I think group therapy
would be terribly depressing." People from both groups
looked upon the church as a support group.
The dying respondents discussed humor and having a
positive attitude. A discussion of this aspect of coping
with dying was initiated by a majority of those with a
terminal condition. As an example, one respondent said, "I
don't live sick. Time, I think, is quality of life." An-
other said, "People with a terminal condition need to know
how to laugh.
"
This attitude, at times, did seem forced. At other
times, however, it was genuine. Many people were groping
for a way of coping with a very ambivalent situation. As
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one person explained to me, "I make a joke, you know, rather
than get angry or cry about it."
There were many light moments in my interviews with
the dying. Some people found humor in absurdities, some a
sense of joy. These moments were welcomed respites in our
talks of caring and of depression.
It is interesting to note that all of the discussions
of humor, laughter, and positive outlook as ways of coping
were initiated by the dying, not by the family, nor by
health care providers.
On the other hand, hospice volunteers and visiting
nurses were very skillful in providing a listening ear and
very aware of the dying person's need to "vent feelings."
As one nurse said, "he did enjoy telling me about his pain.
"
In fact the nurses were very aware of their patients'
emotional state and would volunteer observations concerning
a patient's ability to "deal with things on an emotional
level," or "to deal with the real issues that are there for
[that patient] .
"
The dying expressed a need to have someone to talk to.
Where there were hospice services, volunteers played an im-
portant role, especially in cases where visits from friends
and neighbors decreased or in cases where the family was too
caught up in a crisis intervention approach. Some of the
dying had a periodic need to talk about their condition to a
128
listener who would mirror feelings. These people expressed
a desire to release pent-up emotions by verbalizing anxie-
ties to a listener who would affirm their feelings as being
legitimate. This "venting of feelings" was necessary for
coping emotionally. One put it this way, "People really
need someone for an outlet that they can share what's going
on with them and not be afraid of this reaction coming
back. " Others expressed needs that called for an active
listener, someone who would help with decisions forced upon
them by the dying process. For instance, one respondent,
whose physical condition was deteriorating rapidly, was in
turmoil because of a problem. Was this dying person to re-
main at home or go to a nursing home? In this case the per-
son who would help the dying person consider all the factors
in the decision to go or to stay would also allay a great
deal of anxiety.
Several of the dying respondents had attended death
and dying seminars and had found them to be helpful. Of
those who had not had such training, the people who had
accepted their death reacted favorably to the idea of death
education while those who were still struggling with the
idea of dying reacted negatively.
In trying to cope emotionally with dying, people
emphasized their desire for control. All of the people I
talked with had accepted either the fact of their dying or
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the fact that they would most likely die. At issue was the
maintenance of independence
:
I don 1 1 think I'm afraid to die, what worries me is what
might happen. I don't want to be a complete vegetable,
a total case. (Dying respondent)
Many had a certain stoic outlook, as expressed by one
person, "You have to let go of control, of trying to find
something you have no control over, or pay such a terrible
price to control. " On the other hand, dying respondents
tried to maintain control of decision making on many
arrangements. One instance is diet. "So, I'd rather have
the things I desire, than what is good for me."
The reality of uncontrollable periods of depression,
the reality of teeth blackened because of treatment, the
reality of baldness and shriveled arms only intensified the
need to feel control of those areas that did seem control-
lable. "I wanted to feel like I was in self control. I
know I wasn't because my teeth turned black and I lost all
my hair.
"
In contrast, members of the family often were seeking
to control the dying person's response to his dying. For
example, one said to me, "I'd feel better if he thought dy-
ing was a challenge." In some cases, the family members
were holding on to the life of the dying person. I was told
of a dream by one family member:
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FM: If the Lord was only going to grant me one wish in
my life, I don't want to see her die.
WJ : Why is that? Do you have any idea?
FM: Because I would want to reach— I would want to—
I
know I would be helpless at that moment. It scares me
because I might lose complete control.
Last night I had a dream. I was with her when she
died. And I just grabbed a hold of her and I started
shaking her. "Mom! Wake back up!"
In my dream, I remembered how it used to hurt her
to hold her and so I laid her back down. "I won't hurt
you no more. I won't shake you like that."
I told the Lord this morning, well, I just don't
want to see her taken to the hospital.
In contrast, the dying were trying to maintain as much
control over the remaining living-dying interval as pos-
sible. They worked, many times, at cross purposes.
3.2.6 Coping with living existentially .
You know, it's too much trouble to die. This is a tough
break. (Dying respondent)
I interviewed an eighty-year-old man who had cancer of
the esophagus. His circumstances and comments first alerted
me to this most difficult issue for the dying, that of liv-
ing in the present while having an uncertain future. He was
spending his time waiting to die, not always accepting,
mostly questioning. This respondent weighed less than a
hundred pounds when I first visited him, less each subse-
quent visit. He was restricted to the living room of the
house of his daughter and son-in-law and, actually, spent
most of his time in a bed which was provided for him. Once
he asked me, "What am I doing on this Earth here? How good
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can I be to anyone? I go from here (a reclining chair) to
bed . That 1 s it .
"
According to his daughter, this man had been strong,
active, and healthy all of his long life. Now he was just
waiting— for what he did not know. A member of the family
told me he asked, "What the hell am I doing around here? I
mean I can't move. I need help. That's it." Another time
he was reported to have said, "I'm just a piece of meat, I
can do nothing. " These kinds of comments were scattered
throughout the interviews with this man and with the rest of
the family. For the most part his tone of voice was colored
with the irony of a weary and worldly-wise man, resigned to
what life had to offer. Moreover, there was never any talk
of getting it over with.
As his daughter, the primary care provider, asked, "If
you live to be eighty, why do you have to go through this?"
On the other hand, the dying respondent was resigned
or adjusted— I am uncertain which—to living one day at a
time. Once he said, "Well, I'm just as sick as usual.
That's the best." Another time he said, "I kinda got ad-
justed to my half-assed life of not moving around, and it's
not too bad.
"
As his daughter told me, when the children were in the
living room, playing or watching television, he would smile.
"He seems happier with people around.
"
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Referring to the bed in the living room, he said, "I
put the whole family out of shape." And in the sense that
the life of the whole family had changed, he was right. But
in the sense that he was coping with living day to day in
this living room, the family also was coping with living day
to day.
True, this man was in pain. He was dying with an un-
pleasant and uncomfortable disease. However, he had made
his preparations and had put himself in the hands of his
loving and attentive family. Most of the time, he was liv-
ing existentially, perhaps questioning the restrictions and
suffering caused by his disease but accepting each day of
his life for what it had to offer, in this case, relation-
ship with his family.
It is a lot of trouble to die slowly. In addition to
disease, pain, preparations, relationships, and emotional
health, there is a striking suspension of time with which
one has to cope. One asked, "When's this going to resolve
itself?" He continued, "These two doctors in there are
pretty sharp. They can't tell me." Another commented, "I
can't say I will go through this and forget about it and go
on. This is something that doesn't get better. And that's
very discouraging.
"
Often the respondents were bedridden or severely
restricted as to movement, simply attempting to cope with
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dying by waiting to die. As one person put it, "It's living
in the darkness that is bad. " Or, as another person said,
"I've had a mastectomy, I have cancer of the bone, and now I
have cancer of the lung. What have I got to look forward
to?"
Often, in the midst of depression, pain, and crisis,
there was a silent, negative quality—a waiting, sometimes
stoically, sometimes with fear. Several respondents asked
me such questions as, "What do you do when there's no more
treatment?" or, even more to the point, "How do you die?"
People wanted to know how to cope with "being on
hold." One dying person did not want to be left alone in
her room for one moment. Several were extremely exhausted:
I mean everything just went boomp! It just stopped. I
don't know where my ambition went. It just went some-
where. (Dying respondent)
One man said, "I hate to die," meaning in the context of the
interview, that he was exhausted. Another person told me,
"What I got . . . what it is . . . is a pain in the neck."
In answer to an inquiry as to how a respondent spent
the day, the response was, "Lay in bed and get medicine.
. . .
The medicine is the only routine I have. " Another
person replied to the same line of questioning with a
lament, "The bad part about cancer . . . you go on--and on
and on." Another replied, "Your life sorta gets to a stand-
still. It's boring. But what else can you do?"
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Sometimes the dying person becomes preoccupied with
the details of a routine, devoting great attention to the
maintenance of various paraphernalia. This devotion to
medical supplies may be a diversion but many expressed a
need for "something to do" other than simply take medica-
tion. "I'd give anything if I could just go to work for one
or two nights." Anything to break the monotony:
We sit here for three or four hours and don't say a word
to each other. I guess we're talked out. (Dying re-
spondent)
Many people just sat and watched television all day
and all night, often not comprehending or even wanting to
comprehend the contents of the program. On having the tele-
vision set on continuously, one respondent explained, "When
you first wake up, you don't feel quite as alone and every-
thing is so dead-quiet. " Some seemed to learn to cope by
trying to accept the existential nature of their life style:
"I just live day to day. I never know what's going to
happen the next day, " or "I enjoy a rut. " Some reported
entering a meditative or narcotic-induced state of observa-
tion: "I enjoy looking at the lights," or "I like being
alone. I like the quietness of it.
"
But most just sat somewhere between a completed life
and a delayed death and seemed to churn thoughts and memo-
ries with little conscious purpose. One said to me, "Isn't
it awful when you forget what day it is? I know my name and
I hardly know that." Many were grieving for themselves.
135
For example
,
one respondent put it, "All I do is think of
memories now. I can't do much else."
I was able to find a suggestion of focus for an educa-
tive approach from the interviews. As a visiting nurse
stated, "I try to redirect the focus of people to look at
what activities in their lives are still meaningful and
important." Be that as it may, all too often, respondents
focused on their dying condition, the end of which is, in
many ways, unthinkable. "The dying part, I've accepted
that. But there's even days when I wish it would hurry up."
Many respondents had redirected their focus to "acti-
vities which are still meaningful. " Some of those activi-
ties required energy, such as taking trips, or wanting to
learn public speaking. Other activities, such as general
reading, keeping abreast of current events, doing art work,
studying the Bible, reviewing the past in a systematic way,
did not require that much physical energy. Two people even
asked me about dreamwork.
An important consideration, I learned, is the level of
energy that would be required for any specific activity. As
one family member pointed out, "He used to be an avid news-
paper reader. I mean, he'd be crazy without his newspaper.
. . .
The concentration to do that kind of stuff isn't there
any more. " One dying respondent requested alternative ways
to continue with interests. Another asked for assistance in
136
carrying out activities in a manner appropriate to a limited
fund of energy. For instance, one appropriate activity
would be to use the long periods of unstructured time for
reflection, meditation, and contemplation.
In summary, I found a set of concerns about coming to
terms with death that might be involved in attempts to cope
with dying. They are coping with preparations, resources,
disabilities, relationships, emotions, and living existen-
tially. In general, they are the kinds of concerns Pattison
(1977) writes about. He regards dying as a crisis, and
attempts at coping as crisis intervention. However, I found
another whole set of concerns involved in coming to terms
with death which are attempts at finding meaning in dying.
I shall consider those findings in the following sections.
3.3 Coming to Terms With Death: Finding
Meaning in Dying
The respondents also had many concerns about the
meaning of their dying, with "a final stage of growth" so to
speak. Since I have used "growth" in a special way, equat-
ing it roughly with Lifton's (1979) concepts of "centering-
decentering" and of "grounding," I shall present the sets of
concerns involved in coming to terms with death as a process
of finding meaning in dying by final grounding. This is a
way of consolidating the many aspects of personal and con-
sensual meaning so that the dying person achieves integrity.
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Wass (1979a) sees integrity as "a conviction that one's life
has meaning and purpose, that having lived has made a dif-
ference
. . . one's life has made a difference
. . . and one
comes to comprehend that one's life is a link between past
and future generations and has its place in the flow of his-
tory" (p. 84). Lifton (1979) sees it as "a way of mentaliz-
ing our involvement in living processes larger than our-
selves, whether we refer to them as evolution or as God's
creation" (p. 297). I see the sets of concerns in finding
meaning, consolidation, and integrity as being three: Final
grounding by questioning, Final grounding by accepting, and
Final grounding by being.
I do not wish to imply that the terms, "Final Ground-
ing by Questioning," "Final Grounding by Accepting," and
"Final Grounding by Being" are to represent sequential
stages of development. I write this, first of all, because
I do not wish the concerns to be used in a precise manner
but only as guidelines. Weisman (1977) writes, "Schematic
stages—denial, anger, bargaining, depression, acceptance
are at best approximations, and at worst, obstacles for
individualization" (p. 121) . In my own experience, I have
seen the stages of the psychological aspects of dying as
proposed by Kiibler-Ross (1969) being misused many times.
^
1 Kiibler-Ross (1969) describes these stages as denial,
anger, bargaining, depression, and acceptance.
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Dyiri*? clients were being forced to behave in a prescriptive
manner that X do not think that Kiibler—Ross expected. For
instance one volunteer thought that it was somehow "wrong"
for a dying person to be angry about his dying after he had
accepted his death. Another care provider commented, "We're
all trying to do Kubler-Ross ' s to live until we die. . . .
But it's hard. The ideal is so removed from the reality."
Secondly, I wish to present the state of being of Final
Grounding as being approachable in three basic ways by a
person with a terminal condition. These ways are accepting,
questioning and being. In all three basic ways, the mental
processes of centering and decentering are in use. Just as
these approaches of accepting, questioning, and being are
not sequential, neither is a single approach meant to be
taken as exhaustive. By this I mean that a dying person
might, for instance, question part of the time and accept
part of the time. My purpose is in sympathy with Feigenberg
(1980) who writes, "My goal is ... to observe how the dy-
ing person is meeting his difficult challenge and assist him
in as flexible a way as possible" (p. 139). My intention is
to clarify a process that became clear to me during the
field work.
3.3.1 Final grounding by questioning.
It's interesting to me that I expect people to become
saints because they've been told they're terminally ill.
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. . . You expect them to be magnanimous. (Significant
other respondent)
All of the dying people I talked with accepted the
fact that the prognosis of their condition was terminal.
Nevertheless, not all were pleased with that prognosis. One
person even made this contradictory statement: "I'm going
to die. Well, maybe I'm not going to die." In fact, most
people told me that they did not want to die, even while
telling me they knew they were going to die. Many ques-
tioned why they had to die. This ambivalent attitude of
many dying respondents can be illustrated by the commentary
of one family member about her dying mother: "Last week,
she talked a great deal about dying. But yesterday, she
kept talking about how she was going to be better so she
could set up her own apartment.
"
But, whatever their feelings about their terminal con-
dition, most respondents were attempting to find some sort
of meaning in their condition and to their lives. For in-
stance, the child of one dying man said, "My father had this
terrible need to talk about his life in general. And it got
on a trip. Did he do the right thing in his life? He was
questioning a lot of things with his wife and his life in
general .
"
Not all were getting satisfactory answers to their
questioning however. In fact, several respondents ques-
tioned the circumstances of their dying. For instance, one
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family member reported of his dying father, "He can't com-
prehend why he has to go through this whole process. " One
dying respondent complained, "I've had four years of it and
that's enough."
The pain and discomfort that often accompanied a per-
son's terminal condition, I found, were compelling reasons
for questioning the circumstances of dying. For instance,
one respondent asked me, "What's it all about? Just to
struggle and die?" Another commented, "I don't know what it
is, if God's trying to see how much I can take. But it's
one thing after another. " In another case a family member
reported about the attitude of a dying respondent, "She
can't understand; if God's a loving God, why does He make
you suffer like this?" All of these questions about the
circumstances of dying might be summed up in the question
that one dying respondent asked me; "Why is it so much
trouble to die?"
Sometimes people were questioning the motives of their
own lives, expressing guilt for one action or the other.
One respondent asked me if she did something wrong in her
life to be suffering and dying. Another family member re-
ported, "She is lying there wondering why she is dying and
suffering, if she did anything bad in her life.
I encountered unanswerable questions about the circum-
stances of the respondent's disease and dying a number of
times, for example:
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* Why am I here when my husband is dead?
* Why do I have to die?
* I can t understand why both of us had cancer and shedied and I didn't.
* She looked at me and said, "Why cancer?"
* One thing I can't get through my head. Why did I get
it, but I did. And it's still hard to understand.
* It's very hard to remember this thing. It came so
fast. Sometimes I say, what the hell am I lying here
for? For what? I don't know what I'm here for.
Some dying respondents asked me universal questions.
For instance, one person asked, "Why do these things? Why
put us here on Earth?" Another commented, "I don't even
know what it's all about. Sometimes I ask Christ what it's
all about. What are we here for?"
Furthermore, the answers proposed by other people to
these universal questions were often questioned. One dying
respondent expressed dissatisfaction this way:
I asked the preacher. . . . You don't get any answers,
you know, when people are educated. They know how to
give you an answer that's not an answer.
Perhaps, but I would suggest the respondent was also asking
those kinds of questions for which there are no universal
answers, only deeply personal answers. They indicate that
the respondent is attempting to come to some sort of terms
with what is happening. That questioning is part of the
work of finding meaning.
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Some of the respondents would go a step further and
look for personal answers. Interestingly enough, in all
cases the tentative formulations were religious in nature.
* Maybe it's good God's making me go.
* The Lord knows more than I know.
* Our life is set up from the very beginning. I just
don't give a hoot.
* I want to submit myself wholly to God.
* I pray. I thank God. But I don't overdo it.
* Faith in God, that's what helped me understand this.
* The Lord suffered. There's no one suffered like he
did. I can too.
These commentaries and others like them as to the
meaning of the respondent's condition were tentative and
searching, as would be clear within the context of the
interview. The respondents were seeking to find reasons to
help them in the process of finding meaning.
As a final comment in this section, I want to be clear
that I think of final grounding by questioning as being one
choice in a mix of three to finding meaning in dying. The
dying person can grow in awareness of the significance of
his or her life by questioning some or all of what he or she
experiences and perceives in the scheme of things. In other
words, questioning the circumstances of one's dying does not
necessarily lead to accepting all of those circumstances.
In fact, to look at one's life in general, the circumstances
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of our world of multitude and division encourage an attitude
of inquiry. Often in this changing world there seem to be
more questions than statements of fact or opinion. What I
am saying is that, for the purposes of this analysis, ques-
tioning is one mode of final grounding available to a dying
person. As such, final grounding by questioning should not
be equated with Kiibler-Ross ' s description of the stages of
dying. If someone were to try to apply her approach direct-
ly to mine without caution, questioning ideally would lead
to acceptance. However, since I am describing the dying
process for a different purpose, such an application would
be inappropriate. In my analysis, I do not see that one
necessarily follows the other. Just as final grounding by
questioning is an approach to finding meaning in dying so
too is final grounding by accepting.
3.3.2 Final grounding by accepting.
I can't expect to go on in fairyland for the rest of my
life. (Dying respondent)
For this respondent, "fairyland" was a relatively full
and easy life prior to the terminal condition. She was
coming to accept the terminal condition. She explained, "I
made up my mind I was going to accept it. . . .1 had two
choices to go along. And if I was depressed, I still would
be living, so I took the other road." We talked further
about her attitude toward dying in another interview. She
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told me that she wasn't bitter. As she put it, "When I was
a young girl and didn't work and stayed at home and had a
lot of nice things, I didn't say, 'why me' then." In fact,
she saw her death in a positive manner, saying jokingly, "if
I don't hurry up and get up there, my husband's going to
have another girlfriend." This same respondent, after
assuring me that she had no words of wisdom, proceeded to
present me with some:
Thank God for the blessings you have. Just keep going.
In answer to the person who's angry, this is it and this
is what God wanted for me. Enjoy people and get the
most out of everything.
Respondents who were accepting rather than questioning
tended to talk about dying without confusion or bitterness.
One said, "Up until cancer time, I would run a mile to get
away from the word, 'death.' . . . Now I'm helping a preach-
er to deal with death. " Another respondent simply stated,
"He's not going to take me till He's finished with me here
on Earth. " And along the same line of thought, another dy-
ing person told me, "He's put me here for a purpose."
A number of respondents were in a state that could be
labeled "accepting." For instance, one dying respondent
commented on the accepting of her dying this way: "I never
felt more at peace with myself. And my soul felt like it
was at rest. . . . And I felt so special, so loved by my
family, friends, and by God. And the nurses and the doc-
tors— I'm telling you. I can't explain what came over me.
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But something did. Really. Something did. " in this state
of final grounding
,
relating with other people takes on an
added dimension of meaning, rather than simply coping or
controlling. One person said, "I'm more conscientious about
other people's feelings. Before, I'd feel sorry for them,
but, it wasn't a deep feeling." Another person told me, "I
don't think I've appreciated the people I've met. I've
objected to these people all my life. . . . I've a better
appreciation of life these last six months."
Throughout the interviews there was woven a theme of
accepting or, at least, of trying to accept the limited cir-
cumstances of the terminal condition. As one dying respon-
dent commented, "I can't do for myself. I cannot bathe my-
self. I can't cook. I have no choice." This person had to
accept help. Furthermore, by accepting their limited cir-
cumstances the dying were more able to bear the trials of
pain and suffering. As I have shown in section 3.2.4, the
dying respondents were often very grateful for their fami-
lies. As one told me, "You're never through with your
children, thank God. " And by accepting the circumstances of
dying, life became more bearable and more meaningful. As
one dying respondent said, "I go day by day. And I try to
live pleasantly and peacefully and try to be nice to every-
body. What else can I do?"
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At times respondents had accepted their death and were
looking forward to it as a means of escaping the constant
discomfort and pain they were enduring. One respondent de-
scribed her death as an entrance into a heaven of golden
sunshine and green fields, a place where there would be "an
end of pain and tribulation. " Another told me with a look
of happiness in her eyes that she hoped her husband would be
wherever she would be going "with a whole kennel of German
Shepherds." That would be her reward for her suffering. A
third respondent put it bluntly, "Peace in a couple of
months
—
just that."
Dying respondents were reviewing their lives with the
purpose of finding meaning in family relationships and of
leaving a legacy, of maintaining a connection, so to speak.
Even such things as a stamp collection become personally
meaningful, as one respondent worked hard with the grand-
child, teaching the importance of the collection. Several
were maintaining diaries with the purpose of leaving a
legacy. Others tried to convey moral values to the family
or to go out to help other people who were also dying. Sev-
eral even looked upon the interview process as leaving a
legacy. As one respondent said, "Maybe this will help some-
body . "
And so, dying people have available the approach of
accepting as a way of final grounding. This approach to
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finding meaning in dying can be used concurrently with final
grounding by questioning and with another way that I found,
final grounding by being.
3.3.3 Final grounding by being .
I have a desire to let it be. Just let it happen. (Dy-
ing respondent)
Perhaps it is best to think of the state of final
grounding by being in ideal terms. The process of complete-
ly grounding—whether it be questioning, accepting, or
being—of completely integrating, to use Lifton's words,
"the relationship of the self to its own history, individual
and collective, as well as to its biology," that process is
such a difficult task that few would complete it, even if
they knew how. Even more esoteric is the process of final
grounding by being.
With that disclaimer, I shall describe a respondent
who I believe to be near the state of final grounding by
being. This person had had a tumor removed from the base of
the spine in 1941 and at that time had become paralyzed.
When I met her, she was blind and bedfast. She suffered
from the effects of a stroke, diabetes, and cancer. And to
quote one visiting nurse, "They weren't just lower ends of
the diseases. They were full-blown."
I hesitated to begin this particular case study, but
when I met the dying respondent, I was overwhelmed, not as I
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had expected, with a wasting body, but with a profound sense
of peace. I experienced a state close to mystical as I
talked with her and she smiled at me from her bed. Actually
we exchanged very few words.
I confirmed my experience with two visiting nurses and
present here a composite of several of their comments:
Most people are very oriented to controlling what's hap-
pening to them. But she was so strong that it almost
defeated looking at her as if she were ill and dying.
She had a lot of acceptance. Maybe the total acceptance
didn't tax her. She seemed to be an all-knowing person.
That peace. That feeling. She was Madonna-like.
I've never met anyone like her and probably never
will again. She had it all. I would be the novice.
She would be helping me.
This respondent is an illustration of what I mean by
final grounding by being. A center of a storm, she lay in
her bed and life swirled around her. As a visiting nurse
portrayed her situation, "If she was assisted that was fine,
if she wasn't that was fine. . . . She really didn't have
any demands for her family." Another nurse told me, "She
never expressed need to control what's going to happen
later. What do I do after this? What can I do now to pro-
long this?" Moreover I was informed by a family member that
she accepted everything and that she had no unfinished busi-
ness. And yet, somehow, she touched and affected that
storm. One of the visiting nurses speculated that she was
able to maintain her peaceful state because the family "pro-
vided excellent bedside care for her. And maybe that's
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why." The nurse continued, "She was definitely the center
of the family. Whatever it was, she was at the top of the
list. "
Hyers (1977) associates this state of being with a Zen
perspective on death. He says, "To live in such a manner is
to be constantly living and dying" (p. 13) . To be this way
is to choose neither to live or to die. It is rather to
choose to live in a state without choice. 1 what the visit-
ing nurse called "total acceptance" I would call "being." I
feel the respondent was neither questioning nor accepting
her death or her life. She was responding to each moment
with a total sense of being. I asked one of the nurses if
this dying respondent had always had this state of mind.
The nurse replied, "The only time was, perhaps, in 1978, she
had a stroke. She was confused. And it was difficult for
her to speak to me. Maybe at that time, she was not quite
as at peace, in control, or accepting.
"
It is interesting that the nurse characterized the dy-
ing respondent as not being a peace when she was not in con-
trol. Apparently, at the time of her stroke, the respondent
was not living in a state of final grounding as being as she
was when I met her. In this state of final grounding, as
the nurse asserted, she never expressed a need for control.
1This is the manner of living to which Syper (1968)
referred when he discussed "satori" (see section 1.1).
150
But, how could she be in control and live in a state
without choices? Sypher (1968) states that for Zen "the
only true choice is to give attention to what is" (p. 128).
It seemed to me that this woman was at peace when she felt
no particular compulsion to choose to control anything but
was simply aware of a kind of unified field that was her
present. Because of this outlook, she gave her undivided
attention to being aware of her present and so was free from
the tensions of making any choices, especially about life or
death. As Alan Watts (1951) states, "To the undivided mind,
death is another moment, complete like every moment, and
cannot yield its secret unless lived to the full" (p. 117).
To me, this respondent was able to maintain final
grounding by being because of her relationship with her
family. They characterized her as a warm, loving grand-
mother. In fact, she was a matriarch. According to one
family member, the dying respondent had no unfinished busi-
ness and made no demands. Furthermore, as the nurse pointed
out, the family provided the dying respondent with excellent
bedside care and catered to all her needs as they perceived
them. Because of her circumstances, she had little occasion
either to accept or to question her situation. She had no
apparent desire either to live or to die. Moreover neither
was she resigned. On the contrary, she was overwhelmingly
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peaceful. She had simply done what another dying respondent
had wished to do
—
just to let it be and let it happen.
In summary, a person with a terminal condition can
have a predilection toward one of three processes of coming
to terms with death by finding meaning. These tendencies
are accepting, questioning, and being. They are predilec-
tions toward consolidation as inquiry, faith, and mystery.
All three are methods of finding final grounding. Taken to-
gether with the concerns for coming to terms with death as
coping, these ways of finding final grounding provide an ap-
proach for educating the dying. I shall present that
approach in Chapter IV.
CHAPTER I V
AN APPROACH FOR EDUCATING PEOPLE
WITH A TERMINAL CONDITION
As Carl Rogers has phrased it: "How does it happen that
the deeper we go into ourselves as particular and
unique, the more we find the whole human species?" . . .
Discovering your specieshood, at a deep enough level,
merges with discovering your selfhood. Becoming (learn-
ing to be) fully human means both experiences carried on
simultaneously (Maslow, p. 131)
.
Guided by the implementing questions, I shall propose
an approach for an educational component of programs such as
hospices. The approach will be designed to include the edu-
cation of family members. However, this section will be
concerned primarily with the major focus of this study, the
education of the dying person. During the discussion that
follows I will outline basic features of the approach: con-
tent, methods, role of the professional educator, purpose,
curricular design, and conceptual framework.
4 . 1 Content
What would people with a terminal condition need to
know? First of all, not every dying person would need to
know the same thing. As I have discussed in the preceding
chapter, I found a wide variety of needs and desires during
the field work. For example one person wanted to learn to
interpret dreams. Another was depressed and overwhelmed b\
physical pain. Another needed to know how to cope with
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being bedfast. As well, many were concerned with interpre-
tations of their experiences. There are so many other
instances. However, in general, the dying were preoccupied
with their experiences. But, because these preoccupations
would not be the same with each person, the content for a
learning plan for an individual would have to be selected on
a case-by-case basis.
Be that as it may, I did perceive commonalities that
would guide the selection of content for each learning plan.
To review, I think of these commonalities as being two sets
of concerns. The first set has to do with coming to terms
with death by coping with the following: preparations,
resources, disabilities, relationships, emotions, and living
existentially. The second set has to do with coming to
terms with death by approaches to finding meaning: accept-
ing, questioning, and being. For me, these commonalities
are integrated by the unifying principle of coming to terms
with death by final grounding.
Now then, as I asked in the beginning of the study,
would the dying, in their preoccupations, desire to deal
with meaning in their lives. I found that they would. Of
the thirteen respondents with a terminal condition twelve
clearly were involved with life review and introspection.
If that is so then, what should they learn, if anything, in
order to find the unique meaning in their own lives? To
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repeat, the dying people I talked with were preoccupied with
their experiences—naturally—not only trying to cope with
the problems of their conditions but also attempting to
discover what their lives meant. To be sure, I did not meet
any "great" philosophers, scientists, nor artists. I did
not expect that I would. Still, the respondents were seek-
ing personal integrity in their own ways by trying to make
sense of their lives as best they would. Often they were
attempting this search for personal meaning without any
helping hand. Sometimes, in fact, they were hindered by
care providers who had a tendency to think of dying as cri-
sis management. What can we do to stop this dying man from
sniping at his wife? Why can't I write any more? What
shall we do?
What would help would be a facilitation of the natural
tendency during this final interval to face up to one's life
and to puzzle out its significance. One helpful way to do
this would be to facilitate a consolidation of the dying
person's two senses of self; the internal sense of self and
the sense of that person's connections with the world beyond
that internal self. For the dying person such links could
be one or more of the following: family, friends, society,
life works, and existence, be that God or nature.
I also asked, in the beginning of the study, if dying
people could grow, as the literature suggests, and if either
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cognitive or affective growth would be desirable. What I
have ir\ mind now is that dying people can grow, especially
in the sense of gaining satisfactory and integrated perspec-
tives concerning their lives. There would be a pushing for
"sophia" as one would consolidate the sense of individuality
with the sense of social relationships. This consolidative
growth would involve both cognitive and affective growth as
I shall discuss in greater detail in the material that fol-
lows .
I also asked what the person with a terminal condition
would be taught. The final period of growth could be facil-
itated in each case by providing appropriate content from
both the areas of coming to terms with death by coping and
by finding meaning. The specifics would depend upon the
needs and desires of each dying person. For instance, in
the area of coping with preparations, one person might need
to know about living wills and cremation while another might
need to know about estate matters. Or, as a second example,
in the area of final grounding by questioning, one person
might look for the meaning of his life by philosophical
inquiry while another might seek to puzzle out personal and
family relationships. By the same token, specific methods
would depend on the individual.
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4 . 2 Methods
How would the dying person learn? Just as content
would be individually-designed, guided by the framework of
coming to terms with death by coping and by finding meaning,
so, too, would methods. In other words, the way a dying
person would learn would depend, first of all, on the indi-
vidual, secondly, on the resources available and, thirdly,
on the curricular approach. For example, if the dying per-
son needed to learn to cope with a certain disability asso-
ciated with the primary disease--say lack of ability to
exercise—in most cases, the health care provider would be
the resource. However, even in the area of coping with
disabilities, other people might be used as resources. For
example, in the matter of pain control, the dying person
might be served by a team consisting of clergy, visiting
nurse, physician, and mental health practitioner. In this
case, the professional educator and the dying person to-
gether would look at what each care provider had suggested
about coping with the pain in order to consolidate what was
learned from the care providers in the larger framework of
the person's life. Through psychological nearness and dia-
logue and by using the curricular framework as a conceptual
guide the professional educator would encourage the dying
person to choose what would be the most helpful to him or
her and also to find personal meaning through examination of
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those choices. The essential guide would be the unifying
principle of coming to terms with death by final grounding.
4.3 Role of the Professional Educator
In a student-centered approach who decides what the
dying person would learn? Actually the dying person himself
would make many of the decisions as to content, with the
advice of a number of people. Certainly, the dying person
would not be able to make all decisions, perhaps because of
lack of expertise, lack of energy, or lack of interest.
However, the educator should encourage the dying person to
make as many decisions as possible. Clearly, from my ex-
perience, the dying person is purposeful, willful, and
capable of making a number of decisions. The phrase, to
live until we say goodbye, is not an idle nor sentimental
one. The individual should have as much control as pos-
sible .
True, certain decisions would have to involve the
family. For instance, the planning together of means of
body disposal would be an activity best not put aside. Such
discussions could facilitate coping with family relation-
ships as well as coping with making preparations. The same
discussions could help the dying person to consolidate the
meanings of his or her life, for instance, by talking about
what others in the family had done. This would encourage
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an appropriate final grounding. This same activity would
also help in the bereavement period. As another example,
the family could provide expertise to professionals on the
psychological history of the dying member, her or his wants,
needs and moods. Especially if family members were primary
care providers, the family would have to be involved in the
decision-making process.
Similarly, professional care providers should be in-
volved in helping to decide what the dying person would
learn. Physicians and nurses could provide a wealth of
information about coping with primary and secondary disabil-
ities. In my experience, visiting nurses were especially
concerned about their clients' emotional well-being and
sought to provide help in coping in this area.
What, then, would be the role of the professional edu-
cator? It would be one of facilitator and guide, designing
an individual learning plan with as much direction as that
dying individual would be willing or able to provide. The
professional educator would be partners with the dying per-
son in the educative process. He would look for clues to
help each dying person articulate needs and desires in the
content area I have labeled coping. Drawing from his or her
training, the professional educator would, first of all,
assist the dying person develop learning strategies to
assimilate new information and to relate it to what the
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person would already know. Because of his or her teaching
experience, the professional educator would be in a special
position to assist the dying person in organizing the con-
siderable amount of information that the dying person would
have to assimilate from many sources. Similarly, the pro-
fessional educator could facilitate the acquisition of new
skills. Some of these new skills would be those the dying
person would need to cope with his or her disability, for
example using a walker or rearranging the living environment
for efficient use. Other of these new skills would be those
the client would require because of a newly-discovered in-
terest, such as introspection or painting. The educator
could help the dying person organize the learning activity
and find resources whether they be in the form of reading
materials, audio-visual materials, community resources, or
professional resources. The needs and desires are so
varied
.
The educator also would act as a mediator and a liai-
son in matters educational among the dying person, the
family, professional care providers, and various institu-
tions. This would be more easily said than done, consider-
ing all of the potential conflicts. For instance, teaching
the person with cancer to cope with disabilities such as
pain might be considered to be a matter of private domain by
Many physicians would not consider thethe physician.
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efficacy of teaching imaging as a means for coping with
pain. As another instance, a physician might not be sympa-
thetic to a priest's urging a dying person "to let go,"
while at the same time the priest might disagree with
aggressive medical intervention. It must be clearly under-
stood by the professional educator that the potential for
conflict exists when deciding who decides what the dying
person should learn.
There are so many facile answers as to what is best
for the dying person—surgery, prayer, vitamin C, humor,
radiation, almonds, support groups. What should be the
basis for an appropriate choice for the dying person? The
existence of conflicting theories could provide for con-
fusion or, alternatively, could provide for a creative
turbulence facilitating growth. The professional educator
should keep in mind that the dying person would be the cen-
tral concern of this creative turbulence and that that
person would desire a central position in decisions about
the quality and quantity of his or her life. Assurance of
this centrality would become all the more important as the
dying person loses control of biological processes.
The dying person would not be able to make all choices
unilaterally. The issue of choice, of who decides what
would be good for the dying person turns on the recognition
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of the importance of coming to terms with death by finding
meaning, of attempting to make sense out of dying by finding
some sort of continuity in his life so that all events would
not be isolated, confusing ones. For instance, if the
physician were to recommend the use of oxygen, the person
with a terminal condition, by accepting that recommendation,
would have to allow the physician expertise about the type
of equipment, the amount of oxygen to be used, as well as
the frequency of its use. As well, the dying person would
have to learn to use the equipment. In such a case, he or
she might object to the use of equipment, feeling threatened
by a loss of mobility or of bodily functions, as* well has
being burdened by having to learn a new skill. On the other
hand, that person could accept the physician's choice in
order to cope with the disability by breathing more easily.
In this way, the dying person would gain peace of mind and
more control of his or her time. He or she would have to
spend less time in struggling with deteriorating body
functions and could have more time to spend in reflection
and consolidation.
In the above example, family life might be disrupted.
For example, smoking would not be allowed. Also, there
would be one more delivery person and the equipment would
need monitoring. On the one hand, such decisions would be
mutually threatening and so lead to a deterioration of
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family life. On the other hand, the decision-making process
about the use of oxygen could be an opportunity for everyone
in the family to grow closer, attempting to come to terms
with death by coping with the problem at hand and by finding
meaning in family relationships. The professional educator
would be central in facilitating such a process.
Finally, a central role for the professional educator
in this approach would be that of helping the dying person
to bring a meaningful closure to his or her life. The edu-
cator would guide each dying person in developing a singular
understanding of his or her life. It is obvious that we
die. However, what does it mean to have lived and to die?
The answer to such a question is as personal as it is diffi-
cult.
By helping the dying person come to terms with such a
question, the professional educator could guide his or her
client to take a comprehensive view of the ways other pro-
fessionals and care providers would be assisting that dying
person in coping with his or her dying. He could then draw
forth from the dying person a unified interpretation of all
those coping activities. What is the meaning to the dying
person of the great swirl of activity that often surrounds
him or her? What is the meaning of the depression he or she
might experience? Why the pain? What is the meaning of
those times of just waiting for the moment of death?
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These kinds of questions would guide the professional
educator in assisting the dying person both to become in-
creasingly aware of the singularity of his or her life and
to develop a sense of "sophia." The educator would apply
the unifying principle of final grounding to contribute to
the client's finding meaning in the connections of his or
her life. In other words, he would support the dying person
in a consolidation of the "experience of a lifetime."
However, some might contend that to help the dying
find meaning is plainly foolish. Why waste the money? Why
waste the time? Why not just help the dying person to get
his or her house in order, make him or her as comfortable as
possible, and let that person die in peace?
I would answer such an objection by noting that, in my
experience, the dying are not content only to get their
houses in order and to wait for death in as comfortable a
manner as possible. Under such circumstances, many would
not die in peace. As I discussed in the preceding chapter,
most of the people with terminal conditions I interviewed
did seek meaning and personal integrity. There was often an
especial urgency about their quests to discover the signifi-
cance of their life. I found a will to meaning, however
hesitantly expressed at times. By addressing this urgent
but often poorly articulated desire, the professional
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educator would assist the dying person to bring to a mean-
ingful closure to his or her life.
4.4 Purpose
What then would the component seek to accomplish? It
would assist the clients in coming to terms with death by
supporting their developing a meaningful closure to their
lives. The design of the component would include general
and individual goals.
The general goals for the educational component would
be the following:
* The component will provide individually-tailored
learning plans that focus on living and growth and
that assist the clients to come to terms with death by
coping and by finding meaning.
* The component will provide for an environment empha-
sizing learning.
* The component will provide a means for various care
providers to coordinate their agendas with those of
the clients, providing for a mutual sharing in coming
to terms with death.
Clients' goals would be set on a case-by-case basis.
The teacher would make needs assessments based on discus-
sions with the dying person, the family, and the hospice
team. The teacher would then discuss that assessment with
the client and would design a program for the dying person.
General goals for the client follow:
* The dying person will develop a sense of wellness.
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* The dying person will be centrally involved in the de-
sign of the learning plan.
* The dying person will give appropriate attention to
meaning tasks and to coping tasks.
* The dying person will attempt to find meaning in cop-
ing and to find an appropriate sense of grounding.
* The dying person will learn to ground by means of the
specific content areas that have been identified as
individual needs and desires.
* The dying person will seek to come to terms with death
in his or her own way by seeing himself or herself in
both senses of "sophia": personal history and the
collective flow of events.
* The dying person will bring a meaningful closure to
his or her life.
4.5 Curricular Design
How would such a component be designed? Central to
the curricular design would be an individually-tailored
learning plan. There are four interrelated considerations
that the professional educator should keep in mind when
designing an individually-tailored learning plan for each
person with a terminal condition:
* The needs and desires of the dying person in terms of
coping and of meaning.
* A learning strategy and its implementation.
* Evaluation of the learning strategy as it is being
used and its redesign as necessary.
* Development of data and techniques that could be used
both for the client and for the program development.
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The professional educator could assess the needs and
desires of the dying person by consulting with that person,
the family, and the professional care providers either in
conference or individually, depending on the case and on the
availability of those being consulted. The professional
educator should consider various dimensions:
* The coping areas: preparations, chores, disabilities,
relationships, emotional distress, and living existen-
tially.
* The meaning area in terms of the client's orientation
toward grounding.
* The dynamics within the family.
* The areas where coping could contribute to personal
meaning, "sophia," and grounding.
* The needs and desires that could be identified as phy-
sical, mental, emotional, or spiritual; or a combina-
tion thereof.
* Nuggets of discontent and of life satisfaction.
Obviously, the assessment procedure could not be completed
in one meeting but should be refined during the course of
the case.
As to the development of a learning strategy, the dy-
ing person's purpose should be central. Again, the profes-
sional educator would consult with the dying person, the
family, and the professional care providers to develop both
content and methods. The educator would design the learning
strategy with the following considerations
:
* Mutually-interdependent goals.
* Possible conflicting positions.
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in^ e<?^ ation of coping activities with the dying per-
son's superordinate purposes, as can be determined.
Integration of superordinate purpose with the dying
person's grounding orientation.
* Appropriate attention to both coping and meaning in-
terpretations, so that neither is slighted.
Evaluation would be by consultation with all involved
in each case. The task of the educator would be to consider
and reflect upon the evaluations and, with as much help from
the dying person as possible, reassess and redesign the
learning strategy as appropriate. The most important prin-
ciples would be to consider the assessments of all the
parties involved and to make the needs and desires of the
client the center of the evaluation.
In addition, the professional educator would continu-
ously gather data in order to reconstruct and add to the
curricular design. The educator would be able to build a
compendium of learning strategies, of techniques, and of
mutual experiences that could be used as needed. However
the emphasis would be on the process rather than on the com-
pendium, least a tightly-designed process curriculum would
reconstruct into an essentialist curriculum that would pro-
scribe a normative means of coming to terms with death.
This tendency should be recognized and resisted. The pur-
pose of the data gathering is to facilitate the efficacy and
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the efficiency of the process curriculum as an aid in
assisting the dying person to discover and to achieve that
client ' s purpose
.
The curricular approach is an integrative one combin-
ing the progressive approach and the essentialist approach.
The integrative factor would be the dying person's coming to
terms with death. The design would be similar to Dewey's
continuous reconstruction of experience. It could incor-
porate a "continuous emergence of new elements from those
already existing" (Cooper, p. 999). The new elements in
this case would be those resulting from connecting life
experiences to the ground of one's life. This design would
allow for Samuel Johnson's observation cited earlier. The
prospect of death wonderfully concentrates the mind. As
well, it would allow for Dewey's definition of "mind" as
"the process whereby the incomplete strives for completion.
"
The design would allow for coming to terms with death
on several levels at once. Thus, several objectives could
be accomplished at the same time. For instance, a family
conflict as to what a dying person should eat could be
resolved not just in terms of coping with the immediate
problem but also in terms of the broader objective, that of
finding meaning. The person with a terminal condition might
have an overwhelming desire for a sausage, perhaps because
of ethnic background or because of personal memories. In
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this hypothetical case, the other family members might
disagree with requests by the dying person for sausage, con-
tending that it would only cause physical distress. How-
ever, for the dying person, there could be broader meanings
associated with the sausage other than that of immediate
hunger. He might be remembering a picnic when he was court-
ing his wife, for instance, and be in the process of consol-
idating personal meanings. The professional educator could
use this conflict to encourage the dying person to elaborate
on his hunger, perhaps reminiscing about past events and
sharing the meaning of these events with the rest of the
family. In turn, this life review could lead all to an open
discussion among family members of such things as family
history, family relationships, and issues of control. The
other family members could understand the broader context
for this craving for sausage and, perhaps, would conclude
that stomach distress might be a reasonable price, certainly
one the dying person would be willing to pay in this case.
An experience could have several meanings.
As another example, one can experience pain as nerve
impulses, and, at the same time, experience that pain in
several other ways, whether as suffering, punishment, char-
acter building, or as an opportunity to reflect upon the
place of pain in the human condition (see Illich, 1975, pp.
129-150). From my experience, people are particularly
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eager to talk about their pain with someone who will help
interpret what is happening to them. It is an opportunity
for open dialogue. What I have in mind is for the profes-
sional educator to help the dying person realize what is
important to him or her about this often ever-present and
overwhelming experience of pain. But whether it be hunger
or pain or some other issue with which the family would have
to cope, the curricular design would be an aid for the
professional educator to facilitate the discovery of per-
sonal meaning inherent in a particular issue.
4.6 Conceptual Framework
Death does indeed bring about biological and psychic
annihilation. But life includes symbolic perceptions of
connections that precede and outlast annihilation.
Robert Jay Lifton
The approach for an educational component of a program
such as hospices for clients with a terminal condition would
be that of facilitating a process of coming to terms with
death by meaningful coping with that terminal condition.
This process would be useful to all members of the family.
However, to repeat, the discussion will focus on uhe dying
person. The emphasis would be on completing a life in the
most satisfactory way possible. The framework I have de-
vised could be used as a guide for this approach. Here are
aspects of that framework.
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First of all, the curriculum is a student-centered one
that allows for the integration both of coping tasks and of
meaning activities. It does this by integrating both tasks
and activities to the superordinate goal of coming to terms
with death by consolidating meaning. It is a curriculum of
personal integration and consolidation.
The professional educator would consider the tensions
of choice involved in a number of conflicting ideas associ-
ated with dying. The curricular strategy is to capitalize
on possible crisis situations by utilizing the tensions as
creative turbulence. The purpose of this strategy is to
facilitate the integration and consolidation of whatever
dialectic is most troubling. Some of the possible tensions
for the dying are associated with the following choices:
* Deciding between active and palliative treatment for
one's condition.
* Selecting treatment from biomedical or holistic modal
ities for disabilities associated with one's terminal
condition
.
* Choosing to die in one's own home, in the home of a
relative, or in an institution such as hospice, hospi
tal, or nursing home.
* Accepting or rejecting specific kinds of help and
advice from family, friends, or representatives of
agencies.
* Deciding how to relate to various individuals.
* Choosing appropriate activities while waiting to die.
* Settling portions of one's estate on family, friends,
or institutions.
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* Selecting a mode of body disposal.
* Determining a balance between coping with problems and
finding meaning in dying.
* Selecting from among many and varied prescriptions
from matters one needs and desires to know.
* Determining what one is still able to do as he or she
loses control of bodily functions.
* Relating others' descriptions of the scheme of things
to one's own scheme of things.
* Deciding on one's relationship to existence.
* Adopting an appropriate final grounding mix for coming
to terms with death—what to question, what to accept,
and what to let be.
However trying some of these choices are, they take on
an added dimension of difficulty because they have to be
made in our modern world of multiplicity and division as I
discussed in Chapter I. The dying person and his or her
family have to make such choices as those above by consider-
ing ideas from a multitude of extant but decontextualized
death systems. Here are some of these ideas that I have
discussed previously:
* Relationship of society and self—Total and uncon-
trolled environment, total and self determination,
society and the individual, specieshood and selfhood,
welfare state and the rugged individual, the two
notions of "sophia. " Biomedical and holistic modali-
ties, essentialist and progressive educational
approaches
.
* Awareness of self—Questioning and accepting, coping
and meaning, present and ultimate problem, irrational-
ity and rationality, separateness and connections,
decentering and centering, ungrounding and grounding,
personal and ultimate meaning. Life and death,
personal will and biological process.
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The dilemmas posed by having to choose among a number
of options, many of which are unclear, create tensions that
are real and compelling. It is sometimes very difficult to
make choices under such circumstances. However, it seems to
me, dying is rarely easy, especially under the circumstances
during which one has a terminal condition. Be that as it
may, dying can be a most significant event in one's life.
To this end, these tensions become useful to the educator
and the dying person both for coping with immediate problems
and as conceptual prods toward final integration, toward
making connections with the broader context of one's life,
and toward final grounding.
Secondly, the curriculum would be used by the profes-
sional educator for the integration of many ways of knowing
by emphasizing the point of inquiry between the dying person
and the educator. As such it would favor framing appropri-
ate knowledge on a case by case basis instead of presenting
a predesigned body of knowledge.
Thirdly, the approach would enable the educator to use
the process of centering-decentering as that process depends
upon grounding, most particularly final grounding. Self
fulfillment, growth, and finding meaning would be seen in
terms of integrating the two senses of "sophia," one's
personal history and one's relationship to events beyond
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one's self. By using this approach, the educator could
promote a sense of wellness for the dying person.
Fourthly, the approach would be a relatively neutral
one, enabling the professional educator to facilitate the
client's final grounding regardless of that client's ulti-
mate values. The dying person might believe in God, might
be an atheist, might be agnostic, might be unconcerned with
such matters. No matter. The focus of the educator is on
personal growth by meaningful coping. Matters of appro-
priate knowledge and appropriate values turn on individual
circumstances and personal psychology.
Finally, the professional educator could use the
approach to emphasize that dying is a part of the process of
life, neither a disease nor a crisis. It is a part of the
vital flow of life. An educator should realize when working
within this framework that the biological process that might
be associated with the dying process will affect the
client's mental and emotional state and should call upon
professional advice.
A person could come to terms with death with an atti-
tude of wellness. However, without the framework of an
approach such as this one, he or she, while dying, would
confront each new problem as an isolated event and so become
increasingly disturbed with a deteriorating situation. If I
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would depict these events pictorially, they would seem
random:
Moreover, if these events would become too inchoate,
the dying person would want to end his or her horrible
situation. Recall, for instance, the respondent who asked
in a moment of agony for her daughter to shoot her (section
3.2.4). One approach for coping with this problem would be
framed by identifying areas of expertise for coping with
specific kinds of problems. For instance, in this type of
approach, medical professionals would assume the roles of
care providers helping to cope with disabilities while
friends would assume the role of coping with emotions. This
framework would be similar whether it would be the prevalent
modality or the holistic modality of caring for the dying.
In both modalities, people with certain expertise would
assume specific roles in order to cope with specific aspects
of coping with dying. Of course, in the holistic approach
there would be an emphasis on a team approach with the dying
person at the center. But still the emphasis would be on
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the roles of people with areas of expertise for coping with
the problems of dying. This approach could, be represented
schematically as follows:
However, by emphasizing the goal of coming to terms
with death, the approach I have devised can be represented
as follows:
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Six coping areas would be represented by six ellipses.
The top three concentric ellipses would represent coping
aspects that would be primarily cognitive. That is to say,
one could usually cope with preparations, resources, and
disabilities by learning new skills and information. The
bottom three concentric ellipses represent aspects of the
dying situation that would primarily be dealt with affec-
tively—emotions, living existentially, and relationships.
Now then, a dying person would choose to cope with a
particular problem in any of these areas by either centering
or decentering. As an example, recall the respondent who
wanted to eat a sausage because it reminded him of his past
even though it disturbed him physically (section 4.5). This
man might center by integrating memories of his wife into
a coherent memory of his life. On the same day he might
decenter by analyzing the wide variety of food he had eaten
in his lifetime in order to find something more satisfying
than fortified soy milk, which would still be digestible.
Moreover, in this scheme of things, centering and decenter-
ing would be part of a process which would turn on grounding
and as such, would not be separate and distinct functions.
What then would relate all of these coping activities
with centering/decentering and grounding? A person would
ground as he or she would become aware of the meaning of the
coping activities. The integrating of the coil and the
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ellipses would represent the added dimension of grounding,
in this case final grounding. These ways of final ground-
ing
—
questioning, accepting, and being—would be aspects of
the process of finding meaning in dying. For instance, one
could accept that he or she would have to make preparations
for death and yet, question the necessity of having to en-
dure chronic pain. In fact, many of the respondents reacted
this way. As another instance, Procnig (1980) relates that
Sigmund Freud endured the pain of cancer of the mouth for
sixteen years while undergoing an average of two operations
a year. He refused morphine and asserted that the analgesic
would cloud his mind. In this manner, Freud accepted his
disability in the best way he knew and continued to be pro-
ductive .
Here I would add a note of caution about applying this
approach of final grounding by accepting, questioning and
being. These three ways of grounding have a negative dimen-
sion. For instance the negative of accepting would be
gullibility. The negative of questioning would be uncer-
tainty. The negative of being would be resignation. I pre-
sent this caution because, certainly, the process of dying
during the circumstances of a terminal illness is a diffi-
cult one for which I mean to offer no magic formula.
Be that as it may, coming to terms with death by final
this schematic shows, would foster a client-grounding, as
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centered approach by directing attention to the life issues
the dying person rather than the role to be taken by the
dying person and sundry care providers.
By incorporating this approach, each care provider as
well as the dying person could provide whatever expertise he
or she has to offer. The point of inquiry would become the
experience of the dying person. How is the dying person
best served? What does he or she have to cope with? How
does he or she find significance in life? What does this
dying person really need and want? The family, friends,
clergy, social workers, physicians, nurses, health aides,
hospice volunteers, all could provide expertise, insights
and skills by bringing to the dying person a unique set of
gifts which would add to the significance of the dying
person ' s life.
I have presented the rationale for an educative
approach for coming to terms with death by meaningful cop-
ing. In the concluding chapter, I will present implications
for further work.
CHAPTER V
RECONSIDERING THE PROBLEM
A person with a terminal condition cannot come to
terms with death in isolation. The death of one tolls the
bell for all. A dying person lives this final interval in
relation to family, to society, and to society's institu-
tions. The sometimes puzzling, sometimes enlightening,
sometimes frightening resonance can encourage growth as well
as crisis. The possibility of a final stage of growth for
the dying person provides the possibility of a period of
growth for all immediately concerned.
5.1 Restatement
In this study I focused on educating the dying by
proposing a curricular framework for educating those with a
terminal condition who are utilizing services such as
hospices.
I considered two approaches to caring for the dying,
the prevailing being biomedical and the emerging being
holistic. I identified hospice as a holistic modality
emphasizing growth, self-fulfillment, personal attention,
and freedom of choice. These emphases provide direction in
designing an education for the dying.
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While conducting the field work as a participant ob-
server, I was able to learn from the dying, their families,
and health care providers. I found that dying was a matter
of social interaction as well as the private matter I had
assumed. I found that coming to terms with death required
more than coping with seemingly overwhelming situations. It
also required finding personal meaning. The curricular
design I have devised integrates coming to terms with death
both by coping and by finding meaning by using essentialist
and progressive educational approaches. This integrative
framework allows for coming to terms with death by what I
have called final grounding, a final integrative period of
growth.
5.2 Implications
To devise a curricular approach is to imply that it
might be useful, either in theory or in practice. I would
hope that such is the case with this study. In fact such
has been the case in that the relationships that I estab-
lished with the dying while conducting the research for this
study had a therapeutic effect as I reported in section
2.3.2. Furthermore, I would go so far as to observe that
the dying and I became colleagues in some instances. To-
gether, we developed a catalog of ways to help other people
with a terminal condition come to terms with their dying.
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In addition we developed ways that professionals—whether
researchers, educators, or care providers could relate to
the dying. It became important for the dying respondents to
leave a legacy that would help other dying people. From
this, I would observe that it would be important for program
development that the researcher or the professional educator
would include the dying as colleagues both for the insights
they would provide and for the therapeutic effect.
First of all, a learning program designed using this
approach needs to be field tested, evaluated, and refined.
As it stands, the approach is conceptual, is conceived by a
single researcher, and is based on a single study. Also it
turns on an emerging concept of care for the dying. In
short, this study was designed to devise an approach, not a
program. The application of the approach to program devel-
opment will have to be described later.
To do this the theoretical base needs to be examined
in practice. Would it be suitable for hospices? Would it
be suitable for the dying? What modifications have to be
made for programs other than hospices? The method of uti-
lizing the resources of programs such as hospices needs to
be tested and the impact on the development of a hospice
program considered. In other words, development of this
approach would need funding and institutional support.
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Secondly, in Chapter III, I identified several areas
that warrant further research:
* Family
* Effect of disease and analgesic narcotics
* Effect of place of dying
* Effect of dominance by medical personnel
The person with a terminal condition is a member of a
family constellation. True, the focus of the family is on
the dying person but other members of the family are con-
fronted with the task of coming to terms with death both
during the dying interval of the family member and during
the period of bereavement.
In general, hospices identify the client as being the
family, but, clearly, the focus of service is on the dying
family member. For instance, Hospice of Martinsburg, Incor-
porated expected only one or two bereavement visits by a
volunteer after the death in the family. Then, as I saw it,
the volunteer was encouraged to terminate the relationship
with the family. This was in contrast to the frequent
visits the volunteers made during the period of the terminal
condition. Means of coming to terms with death both by
coping and by finding meaning need to be developed for all
family members. As one instance, what does the dying of a
loved one mean for children and grandchildren? How can both
the dying interval and the period of bereavement be a time
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for consolidation and grounding? How can an educational
process be devised that will encourage growth for all during
one family member's final grounding?
Another subject for further research is the relation-
ship between the dying person's ability to learn and both
the disease state and the use of analgesic narcotics. Is
depression, lack of verbal clarity, or apparent euphoria the
result of morphine, overwhelming pain, or metastasis to the
brain? Is the person experiencing growth or crisis? What
is the best way for a person to cope or find meaning when
impaired by pain, a deteriorating brain, a wasting body, or
a drug-smogged mind? How can these realities be accounted
for with some degree of precision when the professional edu-
cator designs an individual's learning strategy? What is
the need of such precision? While such questions are really
not so important if the concept is one of maintenance during
the period of terminal condition, they are of central impor-
tance if the dying person is seen as being willful and
capable of growth and final grounding. At the very least, a
descriptive study by someone with both medical and pedagogi-
cal expertise need be attempted to inform the development of
an educative process.
I had tentatively expressed the opinion that the de-
sire by the dying to remain at home was because of familiar-
ity, relationships, and desire for control. This may or may
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not be so. But, if it is so, what is the relationship of
these issues to the dying person's desire and ability to
come to terms with death? If it is not so, what motivates
the person to remain at home, often under extremely trying
circumstances? How is this motivation related to attempts
at consolidation and final grounding? Can favorable factors
be institutionalized? Is such institutionalization desir-
able? Do factors such as color, cleanliness, and order have
a positive influence on growth, or are they cultural biases
that might hinder finding personal integrity in some cases?
This is indeed another area of research that needs to
be undertaken. The findings would have immediate and prac-
tical impact not only on organizations such as hospices but
also on medical institutions in general.
Another issue that emerged was the dominance by the
medical profession in matters of policy-making and in mat-
ters of providing services. While it is true that the pro-
fession has traditionally dealt with matters of death, it is
also true that the profession as a whole tends to view dying
as a disease. As I have tried to show, dying is a part of
the living process and is an opportunity for growth. Be-
cause of this apparent conflict, it might be useful to
design a study to address several questions. Does the
medical profession dominate the hospice model? If indeed it
does, what is the effect of that dominance on the types of
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services offered? What other services might be offered?
What professionals and lay people might offer these ser-
vices? How would the design and implementation of an
educational service be affected? Research to answer these
questions needs to be designed that would identify the
actual range of services needed and desired by the terminal-
ly ill.
As I have shown, hospice is emerging. Legislation
providing reimbursement for hospice care to "terminally ill"
patients has been passed (National Hospice Organization
President’s Letter, September 1982). The conclusions of any
research would have an effect on the future development of
delivery of services to the family which has a dying member.
In summary, when considering the problem of educating
the dying the professional educator must take into account
family, effects of disease and narcotics, place of dying,
and the present medical dominance of care providers. Each
of the four areas deserves a study. The conclusions of each
study would influence the direction of growth of hospice and
other organizations that provide services to families that
have a dying member.
5.3 Conclusion
There's some things you can do. And there's some things
you can ' t do. You've got to know which you can and
can't do. You can't push for things you can't do. You
have to push for things you can do. (Family member)
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Whitehead said that the greatest dilemma of twentieth
century thought is that the notions that the individual is
capable of complete free will and that the individual is a
product of complete determinism are both held simultaneous-
ly. Most of us, I suspect, live out our lives in that
dilemma, acting, at one time or the other, as if one or the
other of the propositions were true. But, whatever the
degree of our free will, it is true that we all are born, we
all live, and we all die. That process, at least, is deter-
mined. Most likely, there is much more that is determined
about the way we live and the way we die. However, I have
taken the position in this study that we would have some
degree of free will about how we would live if we were to
find ourselves confronted with a terminal condition. And
so, I find a certain support in the respondent who personal-
ly resolved how to behave in the face of Whitehead's dilemma
in a very practical manner by proposing that "you push for
the things you can do." For me that particular proposition
is a useful guide for making meaningful and personal choices
in a terminal context--and, perhaps, in other life situa-
tions .
Further, this respondent's insight clarifies for me
the issue of control I discussed in section 1.1. If we were
to take my friend's advice, the problem of devising an ap-
proach for educating the dying is one of deciding what one
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can do when confronted with a slow dying. in other words,
how do we come to terms with death? One way is through
gaining a firm awareness of one's own nature and of one's
place in the scheme of things by final grounding. Moreover,
I have concluded, not only may the person with the terminal
condition come to terms with death, but also the rest of the
family may also come to terms with death. So also may
friends and professionals who provide services to the fam-
ily. In a sense, everyone involved in this focus on the
dying person has the opportunity for growth by coming to
terms with death. In this sense, everyone can find meaning.
In this sense, everyone can discover a personal grounding as
he or she discovers connections with the dying family mem-
ber. In this sense, everyone can grow.
In fact, everyone in the family must grow if the dying
family member is to grow. As I discussed in Chapter III in
a family with a dying member, there is a terrible cost in
the denial of the reality of dying, in the protraction of
inappropriate fictions. Where there is a battle for con-
trol, where there are inappropriate ways of relating
thoughts and feelings, where there is no sharing of indivi-
dual agendas, where all are doing their individual best to
cope with each problem and crisis as it presents itself,
where all of this is happening, there is little room for
coming to terms with death as meaning or as grounding. And,
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in truth, there is probably little time for considering such
things as meaningfulness. Most of the time the professional
educator will have to search for ways to facilitate opportu-
nities for growth and fulfillment. And in doing so, that
educator must become truly involved with the family.
In fact, all family, as well as care providers, must
be open with one another. Otherwise, too much energy will
be spent in power struggles by everyone, including the
dying. Who decides what? The energy is misdirected by the
maintenance of individual positions. Better to turn to the
task at hand, healing and growth. Better to facilitate a
period of terminal wellness during which time the person who
is acknowledged to be dying is assisted and helped, where
comfort is given, where consolidation is facilitated in such
a way that the disadvantages of the terminal condition may
be minimized and the advantages enhanced.
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APPENDIX A
INTERVIEW QUESTIONS
I used the following list of questions as a guide dur-
ing the interviews. The questions were not always asked
sequentially nor was every question raised in each case.
The phrasing of the questions also varied a great deal with
each case.
Interview Schedule for Respondents
with a Terminal Condition
1. How does the perception of the terminal condition
affect the person's view of life, his value judgements,
and ambitions?
2. How is the person dealing with death anxiety?
3. What has the person done or feels he needs to do in the
way of body disposal, wills and estate matters, prepa-
ration for place of dying, and costs? Does the person
need assistance?
4. How is the person with a terminal condition interacting
with other members of the family, with friends and
neighbors, with the Hospice program, with other insti-
tutions? Does the person feel the need to cultivate
relationships with the family, friends, or neighbors?
Is there any unfinished business?5.
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6. Would the person with the terminal condition find use-
ful any of the following activities written about in
the literature?
a. Death education
b. Support groups
c. Individually-planned instruction
d. Life review
e. Help with understanding the nature of the disease,
the treatment being given, methods of pain con-
trol.
7. How does the person spend the day? What is it like?
What does it mean?
8. Does the person feel any need for personal growth, for
self-fulfillment, for gaining personal integrity?
9. How can the Hospice Movement help its clients?
10. Is there any question that the person would like the
interviewer to ask?
11. Is there any legacy, any thoughts about life, its mean-
ing, how to live? What would the person teach us, if
anything?
Interview Schedule for Significant Others
From the family members or other significant person, I
asked for much of the same information, looking at the
issues of growth, meaning, and educational objectives from
another point of view.
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1. How does the perception of the terminal condition af-
fect the terminally-diseased person's view of life,
value judgements and ambitions?
2. How is the person dealing with death anxiety?
3. What had the family done concerning matters of body
disposal, wills, estate matters, preparation for the
place of dying, and costs. Do they need any assis-
tance?
4. How is the person with the terminal condition interact-
ing with other members of the family, with friends, and
neighbors, with the Hospice Program, with other insti-
iu tLons? Does the person feel the need to cultivate
such relationships?
5. Is there any unfinished business for the dying person?
6. How does the person with the terminal condition spend
the day? What is it like for that person? What does
it mean to him? What does it mean to the family mem-
ber, or other significant person?
7. What influences has the person with a terminal condi-
tion had on the significant other?
8. Has there been any personality change with the
terminally-diseased person and with members of the
family?
How can the Hospice Movement help its clients?9.
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10. Is there any question that the interviewer should ask
the significant other or the terminally-diseased per-
son?
Interview Schedule for the Health Care Provider
1. What is the diagnosis and the prognosis of the disease?
2. What is the patient's state of health?
3. How does the use of any pain suppressants affect the
patient's perceptions?
4. What is the patient's level of energy and tolerance to
pain?
5. What is a good length of time and a good time of day
for the interviews?
6. How is the patient coping with death anxiety?
7. How is the patient coping with the disease?
8. What does the patient need in the way of assistance in
coping?
9. How can the Hospice Movement help the patient with a
terminal condition?
Is there any other subject the interview should cover?10 .
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APPENDIX B
INFORMED CONSENT LETTER
Dear Mr. XYZ,
I am asking you to help me think of ways that both of
us can help people with a terminal condition and their
families. I want to do this by talking together about your
experience.
Please tell me if I ask you a question you do not want
to answer. Also, you may stop our talk whenever you want.
I would like to take notes and to tape record our talk.
You may ask me to turn off the recorder at any time.
I will use the tape recordings and my notes to help me
remember what we talked about when I am thinking and writing
about the issues we shall discuss. I will not let other
people listen to the tape recordings. If I use your words
in an article or book, I will not use your name unless you
make a special request for me to do so.
I believe that what you tell me will help other people
who, one day, will go through what you are going through
now.
If you have any comments, please write them below. If
not, please write your name below to show you understand
what we are going to do.
Sincerely,
Walter Johnson
Graduate Student
University of Massachusetts
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APPENDIX C
NUMBER OF INTERVIEWEES BY RESPONDENT CATEGORY
Case
Number
Dying
Person
Significant Health Care
Other (s) Provider (s) Totals
1
. 1
2
. 1
3 . 1
4
. 1
5
. 1
6
. 1
7 . 1
8 . 1
9 . 1
10. 1
11 . 1
13 . 0
16 0
17 0
23 0
24 1
25 1
13
1
3
4
2
1
1
3
3
3
2
1
0
1
0
0
3
_3
31
1
1
1
0
1
1
0
2
0
1
1
1
0
1
1
1
_1
14
3
5
6
3
3
3
4
6
4
4
3
1
1
1
1
5
_5
58
Note: There were seventeen cases. The cases are not num-
bered sequentially because some potential respondents
died before I had a chance to interview them.
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APPENDIX D
NUMBER OF INTERVIEWS BY RESPONDENT CATEGORY
Case Dying Significant Health Care
Number Person Other (s) Provider (s ) Totals
1. 4
2. 3
3. 3
4. 11
5. 6
6. 4
7. 2
8 . 2
9. 1
10. 5
11. 4
13. 0
16. 0
17. 0
23. 0
24. 3
25.
_1
Totals 49
1
5
8
2
1
3
6
6
3
2
4
0
2
0
0
3
_4
50
1
1
1
0
1
1
0
4
0
2
1
1
0
1
1
1
__1
17
6
9
12
13
8
8
8
12
4
9
9
1
2
1
1
7
6
116
Note: There were seventeen cases. The cases are not num-
bered sequentially because some potential respondents
died before I had a chance to interview them.
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APPENDIX D
SAMPLE INTERVIEW
What follows is part of an interview that I conducted
with a person with a terminal condition. I have the respon-
dent's permission to reproduce our talk.
Respondent: When you play this one, you're going to
see a whole different me. Jekyl and Hyde. I don't know
what one I am today.
Researcher: How's that?
Respondent: I guess you really don't see things like
you used to. I've always been an easy-going person, trying
to bend over backwards to please people. I've been trying
to put my life together, what I've been and what I'd like to
be. And now that I don't have too long to live, I've looked
at that. Like life isn't too long. Well, I don't know if I
accepted it. Like it was shocking to me, awfully shocking.
Researcher: Had you expected it?
Respondent: No I hadn't. So again, it was a shock. I
expected it to crop up again, but— I think I want to be me.
I'm not going to live the way somebody else wants me to.
I'm not going to give in like I did before. Like, at work I
have to give in. Like, I say, okay, what do you want me to
do? But this time, I'm not going to be mean or critical,
but I'm going to do what I want. I'm not going to give in.
But, I don't know.
Researcher: Well, it sounds like you're trying to
accept it.
Respondent: Yes, I'm trying to; I'm really trying.
Like, when the doctor told me this, what to expect and
everything, after a while I came home. And I thought, I m
not going to tell nobody. I'm not going to tell them at
work. I'm not going to tell my kids. I'm not going to tell
my friends. I'm not going to tell nobody. It'll just go
away. And that's the first time I've really done that.
I guess one reason this came about is that they told me
that there's no more treatment. And I think that that was
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the hardest part for me. As long as I had something to hope
for and something to fight.
Researcher
:
so many years
.
You've gone through so many treatments in
Respondent: Yeah. Right. (Pause)
Researcher: So how long do you have to work?
Respondent: Before I retire? Four more years.
Researcher: (Laughs) You're kinda evading.
Respondent: No, I'm not going to evade you. The doc-
tors did tell me that bone cancer was slow moving. I know
I've got cancer of the bone and after reading the X-rays,
I'm pretty certain I've got cancer of the lungs. They never
came out and said, cancer. They said, tumors. My bro ther
had cancer of the lung, and he was in drastic pain. There
was not any way that he could
—
I tried to ask them, well, how long. And they said, we
can't tell you. So I guess I'm hoping, with all that medi-
cine in my system that it's going to hold back. ... So,
until I get to the place where I'm in a lot of pain
—
And if I look different to you, this is my real hair.
(Laughs
)
Researcher: I know. (Laughs) So, how have you
changed?
Respondent: Well, I'm not going to be little cotton-
mouth me. I'm going to be very fair. I'm not going to be
bitter or anything like that. I'd just like to live a good,
strong life. And do a few things I've wanted to do?
Researcher: What kind of things would you do?
Respondent: I like to help people. That part hasn't
changed. I think the biggest change in me--and maybe it's
not a drastic change— I just have a tendency to sit back and
let life pass me by. I feel I could do more. Even though
Make Today Count— It's like I didn't put my all into it.
. . .
Really, I'd like to help other people. That's the
only thing that interests me is other people.
And a little bit of traveling. Go to some places I'd
like to go.
Researcher: Where to?
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Respondent: The U.S. mostly. I don't have any desireto go— I've been a very home person. I never travel much.
I have a brother who has cancer of the lungs. And he is
really bad at this time. He's not bedfast. But he justdoesn't have much energy. He just—And I look a t his life,
and, even though he might want to do things, there's no way
that he could at this time. If I'm going to do do 'em, I'm
going to do 'em before I get to that stage.
I|d go to Illinois and Indiana, all along there.
Like my kids have always said, like Son has said, quit
and come out. Just quit your job. We'll take care of you.
But I don't want to do that. I'm still too independent for
that. But I guess it's in the back of my head that I can
always if I have to . . .
Researcher: What kind of exercises were you going
through? Let's see—meditation.
Respondent: I meditate a lot, 'cause I can meditate
and go right to sleep. . . . But, like I told you before, a
lot of it is talking to the pain. And a lot of it is—like,
when I pray, I don't just pray God, heal me. I pray for
God to show me, or lead me, or if there's something else he
wants me to do. I don't just pray for things that please me
and all that. I think there's a reason for it. And it
helps.
Researcher: There probably is a reason.
Respondent: I feel in a way like I've been blessed.
I've grown much closer to the Lord since—Like, when my hus-
band and I both had cancer. I couldn't understand why both
of us had cancer and he died and I didn't. And I kept pray-
ing about that for a long time. And then I decided I wasn't
close enough to the Lord. I wasn't good enough and He
didn't want me yet. So, I feel like I have been blessed for
that reason. And my husband was ready to go, and so He took
him.
This is where I need an older minister, I guess, who
had worked with sick people. And who knows the Bible and
can bring out things like that. When I'm depressed, I don't
feel like I want somebody to talk cancer or that stuff to
me. I feel like I want somebody to talk Bible to me.
I think I've come to the place that I've accepted my
cancer. I know without a doubt that someday it's going to
kill me and all. I think I've accepted all that very well,
and it's just that I want to be— I can't say closer to God
that isn't the way I want to say it. It's just like I need
some filling in along that line . . .
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Researcher: Well then, when yon pray, do you pray
about the cancer, or do you pray about the pain?
Respondent: I just pray that God will help me get
through whatever it is— If it's the pain, if it's a long
seizure. I tell God that He knows what is in store for me,
and what is best for me. And that I trust Him that much. I
just need the help and guidance to get through whatever He's
got. But when He died on the cross, He knew what was going
to happen to me. So I just need the help to get through it,
I guess. And if the help is no pain, fine. I'm all for it.
I want to believe. I really want to believe. Sometimes my
faith isn't so strong as it oughts to be (emphasis respon-
dent's). I want to go through the whole thing with no pain.
But facts are facts. Ninety-nine chances ou t of a hundred
that I won't. So I try to let myself face whatever is going
to happen. But you want to believe that there is not going
to be any pain. Wishful thinking maybe, but only God knows.
/

